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ADDRESS OF HOMAGE TO THE HOLY FATHER

Most Blessed Father,

We very much thank Your Holiness for the great
task entrusted to our Pontifical Council for Health
Pastoral Care to work with you in providing re-
sponses to the ultimate existential questions of hu-
man life. This is why we have organised this nine-
teenth international conference on ‘palliative
care’. Although we live in a world that is in a cer-
tain sense globalised by secularisation, the ex-
treme questions do not fall silent: what is the
meaning of pain, of suffering, and of death?

Thus yesterday, during this conference, after re-
flecting on the meaning of pain and of suffering, as
Your Holiness illustrated that meaning in the
Apostolic Letter ‘Salvifici Doloris’, we engaged in
a description of the contemporary situation as re-
gards palliative care, the relevant scientific data,
and the treatment of pain; what palliative care is
and what it is made up of, what euthanasia is and
its juridical aspects, and the history of palliative
care within the Church.

Then we began to devote ourselves to illuminat-
ing these realities with faith in the light of the death
and resurrection of Our Lord, who makes himself
contemporary through the sacraments of the sick:

the Anointing of the Sick and in particular the Eu-
charist as Viaticum, which require in our times a
very strong faith. We then considered the differ-
ence between proportionate and disproportionate
forms of palliative care.

These last subjects have been studied this morn-
ing. And specifically as a culminating point of this
illumination, we now wish to ask Your Holiness
for your truly authoritative words that will guide us
in relation to these grave problems.

I would like to introduce to you, Holy Father,
our participants, who have come from seventy-six
different countries and are above all specialists in
SO many nations, great authorities in their fields,
who have enlightened us and will enlighten us
with their great and acknowledged expertise.

Your Holiness, we implore you to give us your
words and ask that we may receive your awaited
blessing,

Vatican City, 12 November 2004

H.Em. Card. JAVIER LOZANO BARRAGAN
President of the Pontifical Council

for Health Pastoral Care,

the Holy See
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ADDRESS OF THE HOLY FATHER JOHN PAUL 11

Euthanasia Must Be Avoided

Your Eminence,
Venerable Brothers in the Episcopate,
Dear Brothers and Sisters,

1. I am pleased to welcome you on the occasion
of the International Conference of the Pontifical
Council for Health Pastoral Care which is taking
place at this time. With your visit, you have wished
to reaffirm your scientific and human commitment
to those who are suffering.

I thank Cardinal Javier Lozano Barragén for his
courteous words on behalf of you all. My grateful
thoughts and appreciation go to everyone who has
made a contribution to these sessions, as well as to
the doctors and health-care workers throughout the
world who dedicate their scientific and human
skills and their spirituality to relieving pain and its
consequences.

2. Medicine is always at the service of life. Even
when medical treatment is unable to defeat a seri-
ous pathology all its possibilities are directed to the
alleviation of suffering. Working enthusiastically
to help the patient in every situation means being
aware of the inalienable dignity of every human
being, even in the extreme conditions of terminal
illness. Christians recognise this devotion as a fun-
damental dimension of their vocation: indeed, in
carrying out this task they know that they are car-
ing for Christ himself (cf. Mt 25: 35-40).

‘It is therefore through Christ, and in Christ, that
light is thrown on the riddle of suffering and death
which, apart from his Gospel, overwhelms us’, the
Council recalls (Gaudium et Spes, n. 22).

Those who open themselves to this light in faith
find comfort in their own suffering and acquire the
ability to alleviate that of others. Indeed, there is a
directly proportional relationship between the
ability to suffer and the ability to help those who
are suffering. Daily experience teaches that the
persons most sensitive to the suffering of others
and who are the most dedicated to alleviating the
suffering of others are also more disposed to ac-
cept, with God’s help, their own suffering.

3. Love of neighbour, which Jesus vividly por-
trayed in the Parable of the Good Samaritan (cf. Lk
10: 2ff.), enables us to recognise the dignity of
every person, even when illness has become a bur-
den. Suffering, old age, a comatose state or the im-
minence of death in no way diminish the intrinsic
dignity of the person created in God’s image.

Euthanasia is one of those tragedies caused by
an ethic that claims to dictate who should live and
who should die. Even if it is motivated by senti-
ments of a misconstrued compassion or of a mis-
understood preservation of dignity, euthanasia ac-
tually eliminates the person instead of relieving the
individual of suffering.

Unless compassion is combined with the desire
to tackle suffering and support those who are af-
flicted, it leads to the cancellation of life in order to
eliminate pain, thereby distorting the ethical status
of medical science.

4. True compassion, on the contrary, encourages
every reasonable effort for the patient’s recovery.
At the same time, it helps draw the line when it is
clear that no further treatment will serve this pur-
pose.

The refusal of aggressive treatment is neither a
rejection of the patient nor of his or her life. In-
deed, the object of the decision on whether to be-
gin or to continue a treatment has nothing to do
with the value of the patient’s life, but rather with
whether such medical intervention is beneficial for
the patient.

The possible decision either not to start or to halt
a treatment will be deemed ethically correct if the
treatment is ineffective or obviously dispropor-
tionate to the aims of sustaining life or recovering
health. Consequently, the decision to forego ag-
gressive treatment is an expression of the respect
that is due to the patient at every moment.

It is precisely this sense of loving respect that
will help support patients to the very end. Every
possible act and attention should be brought into
play to lessen their suffering in the last part of their
earthly existence and to encourage a life as peace-
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ful as possible, which will dispose them to prepare
their souls for the encounter with the heavenly Fa-
ther.

5. Particularly in the stages of illness when pro-
portionate and effective treatment is no longer pos-
sible, while it is necessary to avoid every kind of
persistent or aggressive treatment, methods of
‘palliative care’ are required. As the Encyclical
Evangelium Vitae affirms, they must ‘seek to make
suffering more bearable in the final stages of ill-
ness and to ensure that the patient is supported and
accompanied in his or her ordeal’ (n. 65).

In fact, palliative care aims, especially in the
case of patients with terminal diseases, at alleviat-
ing a vast gamut of symptoms of physical, psycho-
logical and mental suffering; hence, it requires the
intervention of a team of specialists with medical,
psychological and religious qualifications who
will work together to support the patient in critical
stages.

The Encyclical Evangelium Vitae in particular
sums up the traditional teaching on the licit use of
pain killers that are sometimes called for, with re-
spect for the freedom of patients who should be
able, as far as possible, ‘to satisfy their moral and
family duties, and above all... to prepare in a fully
conscious way for their definitive meeting with
God’ (n. 65).

Moreover, while patients in need of pain killers
should not be made to forego the relief that they
can bring, the dose should be effectively propor-
tionate to the intensity of their pain and its treat-
ment. All forms of euthanasia that would result
from the administration of massive doses of a
sedative for the purpose of causing death must be
avoided.

To provide this help in its different forms, it is
necessary to encourage the training of specialists
in palliative care at special teaching institutes
where psychologists and health-care workers can
also be involved.

6. Science and technology, however, will never
be able to provide a satisfactory response to the es-
sential questions of the human heart; these are
questions that faith alone can answer. The Church
intends to continue making her own specific con-
tribution, offering human and spiritual support to
sick people who want to open themselves to the
message of the love of God, who is ever attentive
to the tears of those who turn to him (cf. Ps 39: 13).
Here, emphasis is placed on the importance of
health pastoral care in which hospital chaplaincies
have a special role and contribute so much to peo-
ple’s spiritual well-being during their hospital stay.

Then how can we forget the precious contribu-
tion of volunteers, who through their service give
life to that creativity in charity which imbues hope,
even in the unpleasant experience of suffering?
Moreover, it is through them that Jesus can contin-
ue today to exist among men and women, doing
good and healing them (cf. Acts 10: 38).

7. Thus, the Church makes her own contribution
to this moving mission for the benefit of the suf-
fering. May the Lord deign to enlighten all who are
close to the sick and encourage them to persevere
in their different roles and various responsibilities!

May Mary, Mother of Christ, accompany every-
one in the difficult moments of pain and illness, so
that human suffering may be raised to the saving
mystery of the Cross of Christ!

I accompany these hopes with my Blessing.
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PROLUSION

JAVIER LOZANO BARRAGAN

Pain: Enigma or Mystery
PAIN IN THE APOSTOLIC LETTER ‘SALVIFICI DOLORIS’ OF JOHN PAUL 11

As we dedicate this XIX Interna-
tional Conference of the Pontifical
Council for Health Pastoral Care to
Palliative Care, we must in the first
place determine what palliative
care is. It obviously concerns pain.
Since this Pontifical Council is the
instrument of the Holy Father for
Health Pastoral Care, it is logical
that we ask the Supreme Pontiff
what his notion of pain is. The
opening reflections of this Interna-
tional Conference aim at respond-
ing to this question, and our re-
marks thereupon will serve as the
basis for our study.

We do not like limits. We are
used to ‘ultra plus’. However, sud-
denly what is without limits appears
absurd, in the same way that what
has limits also appears absurd. This
is the problem encountered by post-
modernity when it speaks about the
parologism of instability. In a
mechanistic approach a non-limit
requires a final cause and a limit re-
quires a reason. Yet it is said at the
present time that both requests
should not even be made because
the daily should not be gone be-
yond; at the most one should search
for a merely descriptive sequence
and nothing else. Only a descriptive
analytical approach appears to be
authorised, an approach in which
one becomes accustomed to seeing
only one thing after another in a
mere concatenation, just as a line
follows from a point and a level
from a line, without a strictly mech-
anistic mentality being superseded.

From the discovery of the map of

the human genome, which as a
whole resembles a piano that has
three million keys and which has to
be played during the whole life of a
living being, and from an observa-
tion of the diversity of genes, be-
cause all of them are different, one
sees that it is impossible to under-
stand the beginning of life, and as a
result everything, from a mechanis-
tic vision of one thing following an-
other, is subjected to another vision
— that of simultaneousness, of total-
ity. A perspective involving rela-
tionships thus becomes imposed:
one point has a relationship with
numerous other points.' The analyt-
ic method must necessarily be fol-
lowed by the synthetic one, for oth-
erwise it is not possible to arrive at
the reality being investigated.

To this vision of totality the ‘ultra
plus’ belongs. There can be no
doubt about this, but many reserva-
tions are involved. We are used to
knowledge that is equivalent to a
manipulation of its original mean-
ing, that is to say what is knowable
and what is transformable; what can
be manipulated is instrumental rea-
soning. Now, in many fields we
must locate ourselves at another
level, not the instrumental knowl-
edge of dominion but the knowl-
edge of observation that is beyond
an aspired-to aesthetic knowledge
and will lead us to respectful admi-
ration and even humble worship —
wise reasoning.

This is the perspective with
which we can enter deeply into the
question of pain and acquire deep

thursday
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knowledge of it so that we can go
beyond the perspective of enigma.
Such knowledge can only be sur-
rounded by a halo of mystery that is
worshipped.

I have been asked to expound the
incomparable thought of John Paul
II on human pain. First of all, I will
make a general reference to sum-
marising data on the physiology of
human pain, and given the open-
ness of the Holy Father to all the
values of humanity it seemed to me
interesting to allude to the cores of
the thought on the subject involving
four solutions that have been pro-
duced outside the Christian frame-
work and to enter into dialogue
with them. Because of the require-
ments of brevity, [ will only do this
in a schematic fashion. Their essen-
tial contents will be described and
then an attempt will be made to
point out some prospects for dia-
logue. I will allude to Hinduism,
Buddhism, Islam, and the tradition-
al religions of Africa, which have
many common elements with the
traditional religious thought in oth-
er parts of the world.

INTRODUCTION
1. Medical Observations on Pain

‘Pain is an unpleasant sensory
and emotional experience associat-
ed with actual or potential tissue
damage, from which the organism
suffers.’?

Pain could be a symptom of an
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illness or be an illness itself. In the
first case, it constitutes a useful sign
of physiological alarm; in the sec-
ond instance it has no goal and
could be a starting point for another
psychological or organic pathology.
From the part of the organism
where it originates, it is transmitted
through the nervous fibres, and
when it reaches the spinal cord it
rises to the cerebral cortex, where
both the nociceptive stimulus and
the elaboration of symptoms of pain
is perceived.

Pain could appear in an acute or
chronic form. Acute pain appears
suddenly and has a limited dura-
tion. It stops within a short time of
the treatment of the illness that
causes it. The chronic pain (illness)
has a prolonged duration (over
three months) and causes an elevat-
ed psychco-organic impact on the
patient. At times it also continues
after the healing of the illness that
caused it (neuropathic pain, herpes
zoster) or it accompanies an incur-
able illness.

The intensity of pain is sugges-
tive (threshold of pain): there are
people who bear the pain more than
others; one often observes a differ-
ence in pain tolerance by the same
person depending on the cause of
the pain and above all according to
his psychological situation.

2. Cores of the Solutions to Pain
in the Great Religions
outside the Framework
of Christianity

In Hinduism the cause of suffer-
ing is the ‘Karma’, which is the
consequence of bad actions that
have been carried out in this life or
during previous reincarnations. The
freeing of the Karma comes from
knowledge of Truth, and from the
proclaiming of the Word of God.
God Himself will solve the situa-
tion. There are also other causes of
this malady, and they are gods, the
world, ignorance, and suffering.

In Buddhism the problem of pain
is expressed in the four noble truths:
1. everything is suffering; 2. its
cause is passion-selfish worry; 3. it
is eliminated only in Nirvana,
which is achieved in part in this
world but also to the full in the fu-
ture; 4. the path to Nirvana is the
eight forms of righteousness, that is

to say righteousness of vision, of
thought, of speech, of action, of life,
of efforts, of attention, and of medi-
tation.

In Islam suffering is caused by
opposition to the proclamation of
the Word of God. God Himself will
deal with pain. There is also a Shiite
current within Islam that proposes
vicarious suffering. According to
this approach, Al Hally, who died
crucified in Baghdad in 922, was
the redeemer.

In traditional African religions,
suffering is caused by spirits or an-
cestors who have been offended by
crimes against life or other moral
offences such as theft, slavery, etc.
It is dealt with through sacrifices,
once the offended spirit has been
identified.

Like a constant, we find that in
the schema of each of these great
religions the cause of suffering is
sin. For Hinduism, we are dealing
with bad actions or Karma; for
Buddhism, passion-selfish worry;
for Islam, opposition to the word of
God; and for the ‘natural’ religions
of Africa, which are very similar to
the traditional religions of other
parts of the planet, the cause of suf-
fering is crimes that have been
committed. From this point of view,
we are not far away from Christian-
ity, even though in Christianity the
cause of suffering is sin, albeit sin
of a very special kind — original sin.

The strongest difference lies in
the solution to suffering. The most
distant thought to Christianity is
Buddhism given that in this religion
suffering has to be overcome
through a purely human action,
namely the eight forms of right-
eousness. On the other hand, the
other great religions always offer a
link with the divine as a solution.
We may say that Buddhism is full
secularisation (as a system of
thought it is atheist and it only be-
comes theist, so to speak, in its form
of popular religiosity). Instead, in
Hinduism the Word of God is the
solution; in Islam, once again the
Word of God; and in traditional re-
ligions, sacrifices to God.

Within this framework I will now
outline the key features of the
thought of John Paul II and will
take them from his apostolic letter
Salvifici Doloris.?

The title that was suggested to me
for this study, namely ‘Pain: Enig-

ma or Mystery’, seems to me to be
very opportune. For Pope John Paul
II pain is an enigma that is solved
only with reference to mystery. Be-
fore addressing the subject in detail
I would like to engage in a termino-
logical clarification: when refer-
ence is made to pain, on the whole
reference is made to suffering
caused by physiological events.
The other term that is used is ‘suf-
fering’. When this latter term is
used one has in mind something
that is greater, reference is made to
the whole gamut of human pain —
physical and mental pain, material
or spiritual pain. In outlining the
thought of John Paul II I will em-
ploy the word ‘suffering’, in which
Iinclude both physical pain and any
other kind of pain. I will address the

FACCIPELORA
ANNO,J040.

subject of my paper in three parts:
the first part deals with suffering as
an enigma; the second discusses
suffering as a mystery; and the third
is a commentary on the doctrine of
John Paul II.

I. THE ENIGMA
OF SUFFERING

The Pope begins his analysis of
the problem of suffering with this
question. He does not conceal the
fact that one is dealing with some-
thing that is complex and enigmat-
ic, something that is intangible,
something that should be treated
with respect, with all possible com-
passion, and with fear as well. But
this does not justify trying to under-
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stand it because this is the only way
of overcoming it. Subsequently, I
will make some references to de-
limit the field by speaking about the
range of suffering and its subject,
observing at the outset that misun-
derstanding about suffering can
even lead to a denial of God.

The Pope says that suffering goes
beyond illness because there is both
physical suffering and moral suffer-
ing.* In addition to individual suf-
fering there is collective suffering,
which is due to the errors and trans-
gressions committed by men, and in
particular to wars. There are mo-
ments when this collective suffer-
ing increases. Suffering has a sub-
ject and that subject is the individ-
ual. However, it does not remain
confined to the individual but gen-
erates solidarity with other people
who suffer since the only person
who is especially aware of this is
man and the whole man. Suffering
thus implies solidarity.” It is diffi-
cult to define the cause of suffering,
or of the evil that is joined to suffer-
ing. Man asks God about this and
he frequently denies God because
he thinks that he cannot find a rea-
son for his suffering.

At the outset it is necessary to lo-
cate the enigma in its rightful di-
mension and to begin to look for its
cause. The Pope says that suffering
is an experience of a denial of a
good. The denial of a good is the
evil. Thus the cause of suffering is
an evil. For this reason, suffering
and evil are to be identified with
each other. As regards evil, this is
denial; it does not possess in itself a
positive entity and thus it cannot be
a cause or a positive principle. Its
origin is a mere denial. There are as
many evils as there are absences; an
evil generates pain, sadness, dis-
may, disappointment, or even de-
spair, according to its intensity. It
exists in dispersion, but at the same
time involves solidarity. Given that
denial is its starting point, a ques-
tion is posed: why has this denial
taken place, what has caused it?

In order to answer this question,
the Pope abandons the terrain of the
enigma and moves on to that of
mystery. He does not try to do this
with the cloudy obscurity of a myth
but enters to the full into the core of
Christian faith. In Christian faith
mystery is not obscurity but daz-
zling clarity. The Greek root of the

term helps us to understand it some-
what, those words that mean to
close one’s eyes. Not in the sense of
proceeding blindly but of closing
one’s eyes when one is dazzled, as
occurs when one looks directly at
the sun. It is the light alone that daz-
zles, it is the excess of luminosity
that prevents us from looking
ahead, from looking at what consti-
tutes the mystery of suffering. In
addition, Christian mystery is not
only something that one contem-
plates; it is also something that one
experiences. Only in the experience
of mystery can one enter its com-
prehension. Only in living out the
mystery of Christian suffering can
one understand a little of what suf-
fering means, and, as the Pope says
beforehand, transcend it and rise
above it. I will now attempt a de-
scription of suffering.

II. THE MYSTERY
OF SUFFERING’

Emphasis may be placed on three
themes that the Pope addresses in
the pathway that introduces us to
the mystery of suffering: evil and
suffering; Christ taking on suffer-
ing; and the value of human suffer-
ing.

1. Evil and Suffering

In order to enter the mystery of
suffering we do so with the guid-
ance itself of God, and it is to Reve-
lation that the Pope brings us in or-
der to then proceed to advancing to
mystery. The Holy Father tells us
that in the biblical language of the
Old Testament, at the outset, suffer-
ing and evil were the same. But
thanks to ancient Greek, in particu-
lar in the New Testament, there is a
distinction between suffering and
evil. Suffering is an attitude that is
active or passive in relation to an
evil, or to express the point more
precisely, in relation to the absence
of a good that one wishes to have.®

Indeed, in the Book of Job and in
some of the other books of the Old
Testament the answer is that the
cause of evil lies in a transgression
of the natural order created by God.
Suffering and disorder are said to be
the same thing or at least it is
thought that suffering is caused by

disorder. This is the thesis of Job’s
friends.” However, God rejects this
thesis in affirming the innocence of
Job, and his suffering remains a
mystery: not all suffering comes
from transgression and this attests
to Job’s uprightness. This is a pre-
figuring of the Passion of the
Lord." In addition, it is stated that
suffering is a trial that is imposed to
correct people, that is to say so that
evil can be followed by good, for
the purposes of conversion, for the
reconstruction of good."

2. Christ Takes on Suffering
and Transforms it

The Pope then takes another step
and comes to the centre of the mys-
tery of suffering in the following
way: during his mortal life Christ
suppressed pain through miracles.
He took on the pain of everybody
and consciously suffered it on his
cross.”? The only response can come
from the love of God on the cross
alone."” The solution to the problem
of suffering is given by God the Fa-
ther: it lies in the fact that He
‘gives’ His Son. Evil is sin and suf-
fering is death. Through his cross
Christ defeats sin and defeats death
with his resurrection (Jn 3:16).

In the song of the Servant of God,
in the prophet Isaiah, one can see
with even greater force than the
gospels what the passion of Christ
actually means. It is redemptive
suffering. Its profundity is to be
measured in terms of the profundity
of the historical evil of the world
and in particular because the person
who suffers it is God." Christ pro-
vides an answer to the problem of
suffering with the same subject of
the question: he offers all his readi-
ness to help and compassion; his
presence is effective: he helps,
gives, and gives himself."

3. The Value of Human Suffering

Suffering generates love for
those that suffer, a disinterested
love directed towards helping them
by alleviating their suffering. This
is now done in an organised and of-
ficial way through health care or-
ganisations and their professionals,
and also through volunteers. This is
a real vocation, especially when a
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person is joined to the Church
through the profession of Christian
belief. In this field, the help that
families provide to their sick rela-
tives is important. Those who act
not only on behalf of sick people
but also to drive off a series of evils
also belong to the category of Good
Samaritans: those who fight against
hatred, violence, cruelty, against
every kind of suffering of the body
and the soul. Each man must feel
that he is called in the first person to
bear witness to his love in suffering
and he must not leave official insti-
tutions to themselves."” The parable
of the Good Samaritan converges
with what Christ says in the Final
Judgement: ‘I was sick and you vis-
ited me’. Christ himself is the per-
son who is looked after and taken
care of; the person who fell into the
hands of robbers. The meaning of
suffering is to do good with suffer-
ing and to do good to those who
suffer.'

The Pope concludes by observ-
ing that the mystery of man is re-
vealed in Christ, and the mystery of
man is in a special way the mystery
of suffering. The enigma of pain
and death is revealed in Christ. On-
ly in love can one find the salvific
response of pain. May the pain of
Mary and the saints help us to find
this response! May suffering be
transformed into a spring of
strength for the whole of mankind!

3. COMMENTARY
1. Epistemological Status

In order to have a more effective
understanding of the thought of the
Pope, an epistemological note is re-
quired. Knowledge has already
been spoken about in this paper in a
special way: the reverent knowl-
edge that worships. Now we can be
more specific: we are dealing with
thought that is only understood
through faith. At this level we are
not in something that is irrational,
or in a perspective characteristic of
Heidegger that involves a confused
and cloudy mystery that is beyond
linguistic analysis. It is certainly the
case that the concept of knowledge
analysed from the logical perspec-
tive of language is not adequate:
language observed by scientific ex-
perience or by the logical formality

of the language itself, even when
placing it in a specific game of lan-
guage itself, religious language.
And it is certainly the case that we
are not in a sort of parologism of in-
stability or ‘small tales’.

We must begin from the objectiv-
ity of knowledge and its logical ra-
tionality, understanding that knowl-
edge is true when there is a corre-
spondence between it and sur-
rounding reality. From this starting
point, the knowledge of faith enjoys
full rationality, not in the sense that
its contents are rationally demon-

strable but in the best sense, i.e. that
it is completely rational to believe,
and that its contents do not have any
contrary reason which can lead the
fact of believing in them to be seen
as absurd, even though they cannot
be demonstrated internally to be
credible since they go beyond the
rational domain, although, and I re-
peat the point, they do not deny that
domain. Statements of faith are
based upon the rational demonstra-
tion of the fact of Revelation and
the historical fact of Christ as God
made flesh, his passion, his death
and his resurrection. Despite this,
although it is rational to believe, it
is not obligatory, because on the
one hand faith remains a gift and a
gift of God, and on the other, even
when receiving the divine offer of
believing man remains free to agree
to this offer.

Once this  epistemological
premise has been established we

can enter the thought of the Pope
because it advances not within an
invented religious ideology but by
expounding the historical central
contents of Revelation on the mys-
tery of suffering and pain.

2. The Gradual Approach
of the Thought of John Paul II

I think that the unfolding of the
thought of the Holy Father rises by
six steps towards the fullness of the
mystery of suffering and pain.

These steps can be summarised in
the following fashion:

1. Suffering is not in itself bad
but is the effect of a negative cause.
Evil is not a positive entity but de-
privation. Deprivation does not re-
quire a positive cause but the search
for who gave rise to that depriva-
tion.

2. Sin is at the origin of depriva-
tion. The sin committed by a man
propagates itself through human
solidarity. Sin can be eliminated
through suffering itself in a context
of solidarity that is completely spe-
cial in character.

3. Such solidarity can only be
given by God. This gift of solidarity
is the meaning of the Incarnation; it
is the meaning of Jesus Christ. For
the sake of such solidarity Christ
completed the elimination of sin
through his suffering in his life, pas-
sion, death and resurrection. This
divine action was an action of the
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Most Holy Trinity because the Eter-
nal Father gave His Son to mankind
so that mankind could be redeemed
through the action of the Holy Spir-
it. The Holy Spirit is the Love of the
Father and the Son, and only
through the Love of the Spirit can
mysterious redemptive solidarity
take place.

4. Through the solidarity of
Christ with the whole of mankind,
the human pain of all time was suf-
fered by Christ in his passion and
redemptive death. Thus human
pain, suffering, was transformed
from something negative into
something positive, a source of life,
because it became redemptive.

5. Every person in their suffering
is joined to the suffering of Christ
and in this way, mysteriously, their
suffering becomes a source of life
and of resurrection. Pain and suffer-
ing are the door by which we can
encounter Christ and experience in
him his presence as life and resur-
rection through the work of the
Spirit of Love, the Holy Spirit. This
is what Our Lady the Virgin Mary
did at the outset, and with her all the
saints.

6. This definitive destruction of
suffering through suffering leads us
to destroy contemporary suffering
with a whole series of means at our
disposal as well, as is the case with
the Good Samaritan.

3. The Core of the Mystery
of Suffering

The Pope thus places us in the
core of the mystery whose light
dazzles us. This is because we are in
the intimacy of the Most Holy Trin-
ity, in the loving reality of the unity
of God in the trinity of the Persons,
and we are in the density of that
mystery, the central mystery of the
whole of the Christian religion, not
in an abstract way or closed up in an
immensity of distance but in a near-
ness: in human history into which
irrupts the eternity of temporality,
through the historicity of the Incar-
nation of the Word, his birth, life,
passion and resurrection.

4. Understanding the Mystery

This is a Trinitarian and Christo-
logical mystery in which the ab-

solute fullness of life is achieved
through death, and it is called
death and resurrection. Here we
are in the core of Christian mys-
tery. This core is accessible only if
we experience it: if someone re-
mains outside it, he cannot experi-
ence its efficacy and find the solu-
tion. The solution to the mystery of
evil is not obtained solely through
a theological exposition but also
through an experience of some-
thing which when looked at for a
period becomes obscured because
of its excess of light, but which
nonetheless is very real, the most
real reality, we may say, because it
is the only way by which to
achieve happiness.

In this way we are inside the
core of salvation. This is the core
of Christianity. Tertullian said
‘Credo quia ineptum’. In experi-
encing relief from evil through
suffering and through the cruellest
suffering, the cross, the summary
of all imaginable sufferings, this
‘ineptum’ becomes ‘aptum’, the
most just and rational that we can
imagine, because it is the only way
by which to experience happiness.

a. From Suffering
to Solidarity

For this reason, the mystery of
pain moves from pain in itself to
the mystery of solidarity. Solidari-
ty as the foundation of the whole
of existence is not only good will
towards everyone, a way of com-
mitting oneself socially and being
aware that we all belong to the
same race, culture, nationality etc.
It is also to experience a tie be-
tween all human beings so inter-
nally that this is not a qualification
that comes to us once we exist — it
is existence itself. It belongs to the
divinised human life itself as a gift
received by the person who takes
part in the mystery itself of the life
itself of God. The life of God is in-
finitely perfect in each of the di-
vine persons through the internal
solidarity that exists between the
Father and the Son and the Holy
Spirit. This infinite solidarity is the
infinite Love, the Holy Spirit,
which is poured into our hearts, the
infinite love that is God Himself.
The mystery of suffering is to be
found in the mystery of Love, in
the mystery of the Spirit.

b. The Constituent Solidarity
of Man

In this way, the mystery of suffer-
ing-love enters the very constitution
of God made flesh; the Son was
made flesh by the work of the Holy
Spirit. As Christ is the innermost
model of every man, the Holy Spir-
it, the Love of God, redemptive suf-
fering, enters the objective constitu-
tion, we may say the ontological
constitution, of mankind. But dif-
ferently from a cold objectivity, it is
something that belongs to our being
in its objectivity but with the utmost
loving solidarity, because it is, and
it depends on, our free will so that
we can accept it or reject it. In ac-
cepting it we become men totally
through suffering-love; in rejecting
it, in contrary fashion, we destroy
ourselves as men through suffering-
hatred.

c. Suffering from the Resurrection

The Pope is aware of the difficul-
ties that are encountered in thinking
in this way, and for this reason he
tells us that the reality of solidarity-
based suffering is understood only
through the resurrection. From our
solidarity with the highest expres-
sion of life — the risen Christ — we
can understand our loving solidarity
with Christ suffering on the cross.
Just as the risen Christ and Christ in
his resurrection includes the resur-
rection of mankind, of all of us and
of each one of us, so also in the suf-
fering of Christ are included the
sufferings and pain of all of us and
of each one of us. There is no sepa-
ration between the resurrection and
the cross, but instead a convergence
both in Christ and in us. Thus the
Pope says that Christ contains in his
glorified body the signs of his own
wounds.

d. The Meaning of
the Glorious Cross

Thus one grasps and understands
what would otherwise be an unsus-
tainable paradox, a scandal and an
example of madness, namely how
the cross is glorious, that is to say
how the cross from being the most
fearful evil of total death becomes
the glorious beginning of the whole
of the second creation. The nothing
from which springs this new world
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of happiness, this definitive Heav-
en, does not spring from an inno-
cent nothing but from a guilty noth-
ing, that highest evil of sin, and
which in definitive fashion leads to
the cross. And from the cross, not
because of the cross but because of
the omnipotence of the Father and
the solidarity-Love of the Spirit, the
Word made flesh recreates in us the
authentic Adam, the man of truth,
the model projected by God for the
whole of eternity, so that we can be
authentically human.

Conclusion

The only way by which to deci-
pher the enigma of pain and suffer-
ing is the path of love. A love that is
able to transform nothing into full
reality: the lack of meaning, the
lack of direction, the radical anti-
culture, contradiction and death, in-
to fullness of meaning, full direc-
tion, ascendant culture, glorious af-
firmation, and life; madness and
foolishness into what is wisest and
most sensible. And the intimate sol-
idarity of triumphant love that re-

vives in loving solidarity in the
most terrible suffering that kills. It
is victory over death.

In this way, John Paul II leads us
to peer in a dazzlingly mysterious
way, which is the only valid ap-
proach, into the meaning of human
pain; and the enigma finally be-
comes a mystery. A joyous mystery
that is luminous and full of happi-
ness. This is the paradox that be-
comes logical again through the
Omnipotent Love of God the Fa-
ther, His Spirit, and it has its effec-
tiveness at the culminating point of
the history of humanity when He
grants us intimate solidarity with all
men in the Easter of the Word made
flesh.

H.Em. Card. JAVIER
LOZANO BARRAGAN
President of the Pontifical Council for

Health Pastoral Care,
The Holy See.
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CECILIA SEPULVEDA

Palliative Care: a Perspective from
the World Health Organization

WHO'’s definition
of palliative care

Palliative care is an approach
that improves the quality of life of
patients and their families facing
the problem associated with life-
threatening illness, through the
prevention and relief of suffering
by means of early identification
and impeccable assessment and
treatment of pain and other prob-
lems that are physical, psychoso-
cial and spiritual. Palliative care
affirms life and regards dying as a
normal process and intends nei-
ther to hasten nor to prolong
death. Today there is wide recog-
nition that palliative care should
be applied as early as possible in
the course of any chronic, ulti-
mately fatal illness, in conjunction
with other therapies that are in-
tended to prolong life. Palliative
care should be offered as needs
develop and increase towards the
end of life and continue beyond
death during bereavement.' It
should be provided alongside po-
tentially curative treatment.’

The need for palliative care
worldwide

Tens of millions of people suffer
from life threatening conditions in
the absence of adequate palliative
care. The majority of these cases
are in low- and middle-income
countries where there is a high and
increasing burden of chronic life-
threatening conditions, such as
cancer and HIV/AIDS. In low re-
source countries quite often there
is little accessibility to prompt and
effective treatment for these dis-
eases and the majority of cases are
diagnosed in late stages. The pro-
vision of palliative care is usually

the main feasible alternative to re-
spond to the urgent needs of the
sick and their families and im-
prove their quality of life.

While the physical, emotional
and spiritual needs of the patients
and their families are all consid-
ered important concerns in pallia-
tive care, persistent pain is a major
public health problem, accounting
for untold suffering and lost pro-
ductivity around the world.

When evaluating the needs of
cancer and HIV/AIDS patients,
unrelieved pain is among the most
frequent and dramatic because it
affects all dimensions of human
life, producing emotional distress
and social impairment that can
even result in total invalidation in
the case of severe pain. The major-
ity of these patients experience
pain quite often along the course
of the disease which grows in
severity and intensity during the
terminal phase. It is estimated that
around 50% of HIV/AIDS pa-
tients and 80% of cancer patients
suffer from moderate to severe
pain in the terminal phase. By ap-
plying these percentages to the
number of deaths for each disease
in developing countries, WHO es-
timates that there are over 4 mil-
lion HIV/AIDS and cancer pa-
tients in terminal phase that suffer

each year from unrelieved moder-
ate to severe chronic pain in the
developing world (Table 1).

WHO?’s efforts have played a
major role in the progressive ex-
pansion of a global network on
pain relief and palliative care
formed by numerous national and
international organizations. De-
spite the substantial efforts from
the WHO and partners which has
lead to significant progress in the
development of guidelines, educa-
tional materials and country pro-
jects, there are still important gaps
to be bridged.

Many countries have not yet
considered palliative care in their
health agenda. Several initiatives
have developed as ‘islands of ex-
cellence’ not well integrated into
the country’s national health poli-
cies and therefore have not yet had
a significant impact on the popula-
tion of patients in need of palliative
care. In the majority of developing
countries there are serious impedi-
ments to opioid availability. Im-
portant regional and global health
initiatives dealing with related is-
sues have not explicitly considered
palliative care among their priori-
ties. Furthermore, palliative care
has a low profile in the education
and training of health professional
even in the developed world.

Table 1. Estimates of Pain Burden in Palliative Care for Cancer
& HIV/AIDS in developing countries

Estimates of patients
in terminal phase

Prevalence
of moderate

Number of terminal
patients in need

based on number to severe pain of pain relief
of deaths in 2001* in terminal phase
HIV/AIDS 2,866,000 50% 1,433,000
Cancer 3,600,000 80% 2,880,000
Total 6,466,000 4,313,000

* World Health Report 2002
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WHO’s recommendations
for developing palliative care

WHO has developed recom-
mendations on pain relief and pal-
liative care addressing policy and
management issues that are con-
tained in the publications listed in
table 2:

Table 2.

WHO Publications

on pain relief and palliative care
and opioids control policy

— Cancer pain relief and palliative
care: a report of a WHO expert
committee, WHO 1990.

— Cancer pain relief: with a guide to
opioid availability, WHO 1996.

— Symptom relief in terminal illness,
WHO 1998.

— Cancer pain relief and palliative
care in children, WHO 1998.

— Achieving balance in national
opioids control policy, WHO
2000.

— National cancer control
programmes: policies and
managerial guidelines, 2nd ed
WHO 2002.

- Palliative care: symptom
management and end-of-life
care. Interim guidelines for first-
level facility health workers, WHO
2008.

- A guide for patients, family
members and community care
givers. Caregiver booklet, WHO
2003.

— Better palliative care for older
people, WHO Regional Office for
Europe 2004.

— Palliative care: The solid facts,
WHO Regional office for Europe
2004

Key components of a compre-
hensive public health approach
for palliative care include: devel-
opment of policies, education and
training, provision of good quality
care, and the availability of medi-
cines for pain relief and symptom
management.

Adequate policies should en-
sure that palliative care is integrat-
ed into the continuum of care of
chronic life-threatening condi-
tions, with special emphasis on
home-based care to ensure wide

coverage. Palliative care must not
be something that only specialised
palliative care teams, palliative
care services or hospices offer
when other treatment is with-
drawn. It should be an integral
part of care and take place in any
setting.’

WHO has recommended a rela-
tively simple and inexpensive
three-step approach to relieving
mild, moderate and severe pain in
cancer and HIV/AIDS. The
method includes opioid pain med-
ications such as oral morphine
which is the drug of choice as it is
easy to use, is very effective for
treating severe pain and has a low
cost when bought directly to man-
ufacturers.*® However, opioids
analgesics are not adequately
available in most of the world, in
particular in developing countries
and limited resource settings.
This is due to a variety of eco-
nomic, social, cultural, and health
system factors, including exces-
sively strict national regulation of
narcotic drugs, fear of abuse, ad-
diction and diversion (INCB
1996). Thus national drug control
policies should be developed in a
balance way to achieve availabili-
ty of opioids medications while
ensuring their adequate control
and avoiding diversion. The
guidelines ‘Achieving Balance in
National Opioids Control Policy’
provide guidance to governments
to analyse and improve their regu-
latory systems.’

At a country level, it is acknowl-
edged that situations differ widely.
WHO has developed general rec-
ommendations for countries ac-
cording to the level of resources
available that can be adapted to
each country situation. Overall, it
is recommended that all countries
implement comprehensive pallia-
tive care programmes at all levels
of care and ensure availability to
palliative care medications. These
programmes should provide pain
relief, other symptom control, and
psychosocial and spiritual support.
Countries with high levels of re-
sources should ensure that national
pain relief and palliative care
guidelines are adopted by all levels
of care and that, nationwide, there
is high coverage of patients
through a variety of options, in-
cluding home-based care.

In low and medium resource
settings it is important to ensure
that minimum standards for pain
relief and palliative care are pro-
gressively adopted at all levels of
care, and that there is high cover-
age of patients through services
provided mainly by home-based
care.'

[
FILOMARINY-
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WHO’s HIV department has
developed a new series of educa-
tion materials that integrate pallia-
tive care into the continuum of
care available to HIV patients,
both before and during antiretro-
viral therapy. The materials in-
clude two new books: Palliative
Care: Symptom Management and
End-of-Life Care for primary
health care providers and the ac-
companying Caregiver Booklet
for patients and community and
family care givers. The palliative
care modules cover management
of symptoms during acute and
chronic illness, end-of-life care,
and education for patients, fami-
lies, and community caregivers.
The goal of the materials is to ex-
pand rural access to palliative care
by empowering patients and lay
caregivers to provide high-quality
care at home with the help of ap-
propriate education materials.®’

WHO ongoing initiatives

At present, WHO in collabora-
tion with partners is both under-
taking and developing activities
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related to palliative care through
various WHO programmes and is
also working for developing a
joint strategy for assisting coun-
tries in developing adequate poli-
cies and implementing pro-
grammes that fully integrate pain
relief and palliative care into the
continuum of care of chronic dis-
ease, particularly cancer and

HIV/AIDS.

40 :sgggchvs-' K
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The WHO Cancer Programme
considers palliative care one of its
key priority areas within its com-
prehensive framework for cancer
control programmes which include
development of evidence-based in-
terventions from prevention to
end-of-life care, as described in its
publication on national cancer con-
trol programmes. '

Within this context in Novem-
ber 2004 a Consultation on Strate-
gies to improve Cancer Control
Programmes in Europe was held
in Geneva. Seventeen countries
from Western, Central and East-
ern Europe participated. One of
the main conclusions of the report
states the need for reinforcing pre-
vention and palliative care, both
of them usually neglected in
favour of treatment oriented ap-
proaches.®

In addition, the WHO Execu-
tive Board passed a Cancer Pre-
vention and Control Resolution
(EB114-R2) in May 2004. This
resolution emphasises the need
for developing and strengthening
comprehensive cancer control

programmes and recognises the
provision of palliative care as an
urgent humanitarian responsibili-
ty. The resolution will be adopted
at the 58" WHA in May 2005, and
WHO together with its partners
will work to implement it, focus-
ing on low- and middle-income
countries.’

The WHO project A Communi-
ty Health Approach for Palliative
Care in Cancer and HIV/AIDS
Patients in Africa was developed
with the purpose of promoting a
public health approach to pallia-
tive care. It is a joint cancer and
HIV/AIDS project including
Botswana, Ethiopia, Tanzania,
Uganda and Zimbabwe. The pro-
ject report contains the situation
analysis and assessment of pallia-
tive care needs for HIV/AIDS and
cancer patients in the five coun-
tries. A preliminary estimate is
that about 1.6 million individuals
or approximately one percent of
the population in these countries
need palliative care services annu-
ally and there are clear gaps in the
ability of existing health services
to provide even basic palliative
care. The greatest needs of termi-
nally ill patients were for ade-
quate pain relief, accessible and
affordable drugs, and financial
support. Stigma stands out as one
of the major issues felt by most of
the patients with HIV/AIDS and
their families."

The WHO HIV/AIDS Depart-
ment is planning to organise pro-
fessional palliative care on a dis-
trict clinical team model, with
teams composed of patients, fam-
ily, and community caregivers,
first level facility health workers,
and district-level palliative care
nurse-specialists or doctors. The
district model will enable WHO
to expand access to palliative care
and oral morphine for pain relief
into the homes of the most periph-
eral sub-districts, thus achieving
broad access to an essential set of
palliative care interventions.

Future Challenges

As outlined, a number of initia-
tives are underway, often targeting
the important needs of cancer and
HIV/AIDS patients, but applicable
to those affected by other diseases

in need of palliative care. Empha-
sis is given to advocating pallia-
tive care as a global public health
problem and the need for joining
efforts across disease programmes
and other related initiatives within
WHO and beyond to ensure effec-
tiveness and efficiency.

WHO, in close collaboration
with the International Narcotics
Control Board (INCB) and the
WHO Collaborating Center for
Pain and Policies Studies Group,
is promoting balanced regulatory
approaches so that control mea-
sures may not unduly restrict the
accessibility to opioids.

Challenges in the near future in-
clude the validation of models for
implementing effective and effi-
cient palliative care programmes
in different resource settings.
These programmes need to be ac-
cessible to all patients and their
families in need of this care by
giving special emphasis to com-
munity and home based care and
adequate referral systems.

The WHO HIV/AIDS 3xS5 ini-
tiative, which promotes the acces-
sibility to antiretroviral therapy, as
well as the implementation of the
Cancer Prevention and Control
Resolution in low- and middle-in-
come countries, which promotes
the comprehensive approach to
cancer control, might provide
unique opportunities for testing
models which effectively inte-
grate palliative care into the con-
tinuum of care of cancer and
HIV/AIDS patients.

WHO is seeking to strengthen
its collaboration with the numer-
ous governmental and nongovern-
mental organisations working in
the field of palliative care. We
share the same goals, and by com-
bining our efforts and creativity
we have greater potential to con-
tribute to the wellbeing of the mil-
lions of people that every year are
in need of pain relief and pallia-
tive care worldwide.

Conclusion

Significant progress has been
made in the development of pal-
liative care worldwide in the last
decade, but there are still impor-
tant gaps to be bridged. Many
countries have not yet considered



DOLENTIUM HOMINUM N. 58-2005

19

palliative care as a public health
problem and therefore it is not in-
cluded in their health agenda.
Similarly, most regional and glob-
al health initiatives have not ex-
plicitly considered palliative care
among their priorities. Several
initiatives have developed as ‘is-
lands of excellence’. These initia-
tives have not, however, been well
integrated into the country’s na-
tional health policies and there-
fore have not yet had a significant
impact in the population of pa-
tients in need of palliative care. In
many countries there are serious
impediments to opioid availabili-
ty, a key element to pain control.
Morphine consumption is espe-
cially low in most developing
countries. Consequently, there is
no doubt that there is a need to ad-
vocate worldwide for adequate
policy development for palliative
care and assist countries to devel-

op affordable and sustainable
models that integrate palliative
care services to existing health
systems, tailored to the specific
cultural and social context.

Dr. CECILIA SEPULVEDA
Coordinator Programme

on Cancer Control

WHO, Geneva.
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I Section

The Contemporary Situation

FIORENZA DERIU

1. The Catholic World and Palliative Care:
a Survey Carried out by the Pontifical Council
for Health Pastoral Care

Commencing in January 2004,
the Pontifical Council for Health
Pastoral Care planned and then car-
ried out a survey of a hundred of
centres managed by entities belong-
ing to the Catholic world in Europe
and the world that are specialised in
the provision of palliative care.'

The gathering of information was
carried out through the sending of a
semi-structured postal question-
naire to be filled in by those respon-
sible for some of the centres of the
Catholic world that are most repre-
sentative as regards the provision of
assistance to patients who need pal-
liative care.

These centres were suggested by
the local bishops responsible for
pastoral care in health in their coun-
tries. The questionnaire was drawn
up by a commission of experts on
the subject matter of the survey and
was organised into five subject ar-
eas. These were as follows:

a) structure and organisation;

b) pastoral activity;

¢) activity involving the provi-
sion of assistance;

d) local support networks;

e) educational and training activ-
ity.

The definition of “palliative care’
adopted in this study is the defini-
tion of the National Council for
Hospice and Palliative Care Ser-
vices of the World Health Organisa-

tion, which was subsequently mod-
ified by the Ministerial Commis-
sion for Palliative Care of 1999. For
this reason, palliative care may be
defined as care intended to improve
the quality of life of the patient but
not intended to bear on the actual
control of the development of the
illness. Palliative care upholds life
and sees dying as a natural event,
‘one of the possibilities given to
man to be lived out with responsi-
bility’, as Giovanni Franzoni would
say. Forms of palliative care neither
accelerate nor delay death: they
provide relief from pain and other
disturbances connected with pain;
they integrate the psychological and
spiritual aspects of assistance; they
help patients to live in an active
way until death; and they support
the family during the illness and in
the working out of mourning.

The typology of centres that the
study group decided to observe was
limited to hospices and operational
hospital units providing palliative
care. This decision was bound up
with the fact that these two realities
interpret two approaches to the ter-
minal patient that are typical of two
moments in the evolution of the
concept of ‘taking care of’.> Fol-
lowing in a summarising form cer-
tain reflections made by Prof. Gra-
cia, a lecturer in bioethics at the
Complutense ~ University  of

Madrid, the concept of ‘taking care
of” has gone through three periods
of evolution: the first, which resist-
ed until the beginning of the 1940s,
was characterised by assistance
provided to the terminal patient that
was of an intuitive and empirical
kind and was totally and exclusive-
ly the responsibility of the tradi-
tional family group, which was pa-
triarchal and based upon a rigid
separation of roles and responsibil-
ities between who was responsible
for production (the men) and who
was responsible for the work of
looking after children, elderly peo-
ple and the disabled during all the
stages of the life cycle (the
women). The second, which lasted
throughout the 1960s and the early
1970s, took place as the ability of
the family to take care of the termi-
nally ill entered into crisis and the
specialisation of intensive hospital
and tertiary assistance advanced.
During this period from the control
of pain there was a move, thanks to
the contribution of Saunders, to
seeing assistance for the terminally
ill as overall assistance: the hospice
movement was born, ‘a middle
way between the hospital and the
home’, a place in which pain is re-
duced and it is possible to offer the
patient and his family comfort and
assistance at a mental, social and
spiritual level. The third and last
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period, which goes from the middle
of the 1960s to nowadays, has in-
volved the move from the concept
of ‘overall care’ to the concept of
‘palliative care’: the birth was wit-
nessed of ‘palliative medicine as a
medical specialisation practiced by
medical doctors, and with this was
established the concept of pallia-
tive care as assistance offered by
multidisciplinary teams made up of
medical doctors, nurses, psycholo-
gists, therapists, social assistants,
ministers of worship and volun-
teers’.” In 1987, with the recogni-
tion of palliative medicine as a
medical specialisation, the season
began when palliative care found
positions with hospital depart-
ments: we are here talking about
the first operational hospital units
for palliative care.

Given the requirements of the
time available, only some of the
most interesting aspects that
emerged during the course of the
survey will be illustrated here.

Structure and Organisation

The structures that answered the
survey were hospices (58.7%) and
operational hospital units for pallia-
tive care (41.3%). Over 50% of the
centres that were contacted work in
advanced countries of the Western
world. However, a series of differ-
ences connected with the local wel-
fare systems and the different role
played by the family group in ac-
companying the sick person during
the terminal stage of his or her life
were observed in relation to these
centres. Palliative care remains a
‘luxury’ in these countries as well,
where the health system is public
and covers all citizens and where
palliative care should belong to the
sphere of public and social health
care provisions. Unfortunately, pal-
liative care still find difficulty in en-
tering to the full into the world of
hospital structures, not to speak of
those countries where health care is
guaranteed privately and where pal-
liative care is a ‘commodity’ for
those who can afford it. In develop-
ing countries, on the other hand, the
situation is still critical: assistance
is inadequate or too expensive,
trained professional figures and
volunteers at a local level do not ex-
ist, pain-killers are only adminis-

tered in hospitals, and analgesics
cost too much.*

In this general context, which is
very variegated, are to be located
the experiences of the centres that
were reached by this survey. At
least three structures out of four
have a dispensary and beds, and one
in every two had activated a service
of home assistance. This is a very
important statistic because the
home of a patient, as a place of care,
seems to respond better to the ob-
jective of improving the quality of
life of the terminal patient. The
model of home assistance involves
the joint work of a multidisciplinary
team to which belong various pro-
fessional figures: from a medical
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doctor to a nurse, and on to a volun-
tary worker, a psychologist, and a
social assistant. The patient and the
family unit become the centre of the
attention of different specialists
who work together by coordinating
their activities.

The centres reached by the sur-
vey are of very different sizes: from
the small centre, which is usually a
hospice, with about ten beds and an
average of about a hundred and
twenty admissions a year (2003)
and able to provide dispensary and
home assistance to a maximum of
ten patients a day, to the centre of
medium size, the hospital unit, with
about thirty beds, about three hun-
dred admissions a year (2003), and
from twenty to thirty dispensary
and home visits a day; and on to the
largest centres which have over six-

=

ty beds, over five hundred admis-
sions a year (2003), and two hun-
dred or more dispensary and home
visits a day.

Overall, the waiting times to ob-
tain palliative care are not exces-
sively long: lower for admissions
and home assistance (from three to
ten days); longer for the dispensary
visits (from three to eighteen days).
However, for the terminal patient
time has a very special importance
and only one hour’s waiting time ei-
ther way can make a difference.

The professional figures in the
centres that were interviewed were
the traditional figures: medical doc-
tors, nurses and auxiliary technical
operators. However, side by side
with these figures voluntary work-
ers and spiritual assistants who are
Catholic or belong to other confes-
sions also work. The presence of
spiritual assistance in these struc-
tures is an important indicator of the
closeness of these centres to all the
needs of the patient: the physical
needs, assured by the presence of a
medical-scientific team that is spe-
cialised in palliative care, and the
spiritual needs, assured by Catholic
ministers of worship and ministers
belonging to other confessions.
Spirituality, therefore, understood
in a broad sense because whoever
belongs to a religious creed, whoev-
er he or she may be, but also who-
ever is an atheist, has in most cases
his or her own spirituality, and the
person who provides palliative care
must know how to interact with this
spirituality.’ As regards Catholi-
cism, in nearly all of the centres that
were surveyed the ministry of the
sacraments (the Eucharist and the
anointing of the sick) is assured, as
well as pastoral visits (something
that is the responsibility of priests
and religious). 84% of the centres
are also active in providing assis-
tance during mourning — the funer-
als, in fact, often take place within
the structure itself. In the largest
centres as many as three thousand
people a year are helped to die;
1,200 people a year are helped to
die in their homes.

To return to the human resources
that are available, it should be ob-
served that a sizeable number of the
centres that were questioned com-
plained about the need to be able to
rely upon a greater number of med-
ical doctors, as well as psycholo-
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gists, physiotherapists and volun-
tary workers. The shortage of hu-
man resources is also explained
with reference to the sources of
funding on which most of these
centres are based: 33% of funds
come from donations; 23.6% from
individuals; but only 28.6% from
state origins. To summarise: over
55% of the resources that finance
hospices and operational hospital
units in the Catholic world that pro-
vide palliative care come from pri-
vate sources.

Activity Involving Assistance

A fifth of the medical services of-
fered by the centres is made up of
therapeutic assistance of a pharma-
cological kind or pain-killing treat-
ment (pain treatment); a tenth is
made up of nutritional therapies; a
further 15% involves physiotherapy
and rehabilitation; and finally an-
other 20% involves the provision of
psychological support to families in
their management of mourning. For
the most part, the patients have a
clinical profile characterised by on-
cological illnesses or chronic-de-
generative pathologies. The number
of patients is distributed rather
equally between adults and young
people in the case of oncological ill-
nesses, but the number of people
over the age of sixty-six is higher
amongst the patients who suffer
from chronic-degenerative patholo-
gies.

Therapeutic treatment involves a
40% pharmacological component,
a 30% psychotherapeutic compo-
nent, and a 20% rehabilitative com-
ponent. Pharmacological treatment
is prescribed in 40% of cases and by
medical doctors who are specialists
in anti-pain treatment and also be-
long to a team responsible for pal-
liative care. The pharmacological
protocol is in the main based upon
weak painkillers (23.3% of the an-
swers) or strong painkillers (21.9%
of the answers) together with anti-
depressives (20% of the answers)
and general aids (15% of the an-
swers). The protocols that are fol-
lowed correspond to the second and
third levels of the pharmacological
approach envisaged by the World
Health Organisation: respectively
weak or strong painkillers together
with non-steroid anti-inflammatory

pharmaceuticals and other support
pharmaceuticals. The protocol is
communicated and explained to the
patient in 44.3% of cases and in
36.8% of cases to the family leader.

However, activity involving as-
sistance is not limited to an ap-
proach of the medical-therapeutic
kind. The psycho-relational dimen-
sion, in fact, is an important compo-
nent that is of fundamental impor-
tance in reducing and alleviating
the pain and the overall suffering of
the dying person. For this reason,
side by side with the administration
of painkillers (45.5% of cases), the
staff (according to the specific char-
acter of their mission) also relies
upon the support of the family and
the faith of the patient (43.6%) dur-
ing the course of the illness. The
benefit for the patient is thus trans-
lated not only into a reduction in
pain (54.4% of cases) but also in the
recovery of his or her affective life
(45.6% of cases). To support these
measures, in 71% of the centres sur-
veyed innovative therapeutic path-
ways are implemented, such as
physiotherapy associated with mu-
sic therapy (21.9%), reading
(23.8%), and art workshops (21%).

Pastoral Activity and the Local
Support Networks

76.7% of the centres that were
surveyed complained about the lack
of specific pastoral programmes on
palliative care; 69% complained
about the absence of bodies for the
coordination of pastoral care; and
66.4% complained about the lack of
an appropriate catechesis. Howev-
er, when a pastoral programme had
been drawn up, a priest or a reli-
gious with sound participation from
lay collaborators was responsible
for its creation. The main objectives
of the pastoral programmes that ex-
ist relate to the overall accompany-
ing of the patient both in hospital
and in his or her home, with special
attention being paid to his or her
spiritual dimension, which in the
case of Catholics takes the practical
form in particular of prayer and the
celebration of the Eucharist. In ad-
dition, pastoral care in directed to-
wards the members of the specialist
team so as to foster relationships
and collaboration between its mem-
bers and to support them at times

that most run the risk of producing
burn out.

In cases where forms of collabo-
ration have been promoted with
other realities in the local area,
these have turned out to be very sat-
isfactory (in over 70% of cases),
above all in the case of health care
structures, voluntary work and lay
associations, as well as Catholic
NGOs. The relationship with dioce-
ses and parishes is more difficult.
When a body engaged in the co-or-
dination of pastoral care exists, its
work is directed towards the spiritu-
al direction of workers through the
fostering of periodic meetings with
other realities in the local area, with
chaplains, voluntary workers and
with patients.

An analysis of the system of for-
mal and informal help received by
patients, and the level of satisfac-
tion involved, bring out and empha-
sise the special efficacy of informal
support as compared to formal sup-
port. The satisfaction of patients
with the help that they have re-
ceived from the family leader and
other family relatives (over 80%) is
to be found at average-high levels
of satisfaction. The help and sup-
port of neighbours and friends is
less widespread. However, when
this does exist the benefits for the
patient are very high. For this rea-
son, the satisfaction of the patient
and the utility that he or she re-
ceives from the system of informal
help is decidedly highly than that
produced by help offered by the for-
mal support systems in the local
area. This bears out the fact that a
context that is as family-based as
possible, or anyway that is able to
involve the members of the family
unit to which the patient belongs, is
the best channel by which to pro-
vide support to a suffering person.

Training

Courses of pastoral training in
this field are still at the initial stage
(30% of centres). In general, they
take the form of an internal seminar
and last for one to three days at the
most. During these courses in the
main questions connected with the
end of life (32.1%), the approach to
the patient (32.7%) and the use of
drugs and medicines (27.2%) are
addressed and discussed.
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Concluding Reflections

There can be no doubt that the re-
alities investigated by this survey
are experiences that are emblematic
of the assistance that is provided to
people who need palliative care.
However, it is clear that much re-
mains to be done and that the room
for improvement is still very great.

According to those who were in-
terviewed, more than 50% of peo-
ple who need palliative care still to-
day die in pain and with pain, at
times alone, without affection at the
moment of death, and without the
warmth of the comfort of an at least
known face. For this reason, it is my
hope that this conference will open
not only a debate on this subject,
which is very sensitive as regards
meanings and definitions that are
not always agreed upon, but will al-
so light a torch and direct attention
to the need to strengthen the alloca-
tion of resources to palliative care
so as to alleviate the suffering of
those who suffer because of incur-
able illnesses. And, embracing the

requests of the Active Citizenry
Movement, I believe in the need to
insert palliative care into the essen-
tial levels of assistance, in the need
to certify those workers who show
interest in and pay attention to such
care, in the need to consider the
structures and services of palliative
care as a discriminating element as
regards gaining access to accredita-
tion in relation to the national health
service, in the need to promote the
training of workers, and in the need
to establish information campaigns
for citizens.

In an ageing society, in which life
spans are growing but in which in-
capacitating chronic-degenerative
pathologies or devastating oncolog-
ical illnesses are also concomitantly
present, in a country in which
health care costs are increasingly
unsustainable and the welfare state
is in crisis, and in which the voice
of the weakest runs the risk of los-
ing in the face of the crushing logic
of the economy and finance, we
need to struggle to assure that the
right to a dignified natural death is

guaranteed, quite outside the logic
of exaggerated treatment but also in
opposition to every temptation to
engage in ‘euthanasia’.

Dr. FIORENZA DERIU

Social Researcher,

the Department of Demographic Sciences,
University of Rome ‘La Sapienza’.
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SIMONA CASTELLANO

2. Pain: the Scientific Data

For human beings pain is one of
the most important sensorial experi-
ences there is. For a clinical physi-
cian, it is one of the most frequent
and indicative symptoms of illness
because in almost all pathological
conditions there are stages charac-
terised by pain. Indeed, this is the
case to such an extent that when
pain is absent a diagnosis is uncer-
tain. The International Association
for the Study of Pain defines pain as
an ‘unpleasant sensorial and emo-
tional experience that is associated
with a real or potential tissue dam-
age or described in terms related to
this damage’.! This experience, be-
cause it is purely subjective, is diffi-
cult to define and it is often difficult
to describe and interpret: it is, there-
fore, influenced by a multiplicity of
factors of a cognitive, ethical, affec-
tive and environmental character.

The classification of pain in-
volves an important distinction be-
tween acute pain and chronic pain.
Acute pain is a biological symptom
related to a manifest nociceptive
stimulus, such as that constituted by
tissue damage or a trauma or an ill-
ness. Pain can be localised or radi-
ate out, it usually consists of pangs
and its duration is closely bound up
with the continuation of the patho-
logical event that has given rise to it
or to a failure to respond (for differ-
ent reasons) in time spans that are
considered arbitrarily short (three
months) to the therapeutic treat-
ment that has been engaged in.
Thus acute pain limits itself with
the diminution or ending of the no-
ciceptive stimulus but it can evolve
into clinical cases of chronic pain or
pained behaviour.

By chronic pain is meant a com-
plex pathological process that is
much more long lasting than the
evolution of acute pathologies or
traumas. This symptom can be as-
sociated with a persistent illness or
last after the healing of the damage
which provoked its outbreak. When

it is rooted in a physical pathology,
its ending can also depend on the
efficacy of the treatment for this
pathology. Chronic pain is often
deaf, persistent, not very localised;
the associated signs of autonomic
response (for example sweating or
horripilation, which are frequently
associated with acute pain) can be
absent; and the emotional compo-
nent of the perception and experi-
ence of chronic pain has in depres-
sion one of its principal con-
stituents.

Pained behaviour involves a set
of evident, oral or non-oral expres-
sions manifested by a person that
are interpreted by the individual
who is observing that person as
signs that that person is experienc-
ing pain or suffering.

Acute pain and chronic pain can
be schematised in two dimensions —
time and physical damage — which,
if represented abscissa or ordered
respectively by a Cartesian graph,
allow the tracing of a diagonal
above which are located cases of
acute pain (with grave or recently
occurred physical damage) and be-
low which are located causes of
chronic pain (with light or long last-
ing physical damage).?

But ‘how does pain function?’
On this point we may refer to the
physiology of nociception. An ill-
ness, an inflammation or a trauma
(including that produced, for exam-
ple, by a surgical operation) pro-
voke a histio-prejudicing damage
that activates the peripheral recep-
tors. The tissue receptors involved
are the following:

— In the skin and the dermis:

1. Low threshold mechanocep-
tors (LTM) innervated by fibre AB:
they transmit tactile and pressure
sensations;

2. High threshold mechanocep-
tors (HTM) innervated by fibre Ad:
for a swift pained response;

3.  Polymodal nociceptors
(PMR), or ‘neuroeffectors’, inner-

vated by fibre C: for a slow pained
response; these are also activated
by heat.

— In the fascias, muscles, tendons
and periosteum:

nociceptors and PMR innervated
by fibres Ad and C (which, in this
case, because they come from deep
tissues, are termed respectively
group III and group IV).

— In the visceral sphere: poly-
modal nociceptive mechanisms in-
nervated by fibre C.

Recent advances in knowledge®
lead it to be believed that the fibres
C belong to due different cate-
gories:

— Polymodal nociceptors, regu-
lated by the nerve growth factor
(NGF) and involved in tissue in-
flammation;

— Specific nociceptors, modulat-
ed by the neurotrophic factor de-
rived from the glia and principally
involved in cases of nerve damage.

The activity of the specific noci-
ceptors has the biological meaning
of revealing histological damage
and generating a flight reflex in or-
der to conserve the tissues and life.
The polymodal nociceptive system,
on the other hand, acts to monitor
and regulate the local physiology
and to modulate the neural system
by promoting mechanisms of tissue
repair, that is to say, in the final
analysis, conditions of normal
health. The reflex responses of the
PMR to changed normal and patho-
logical tissue biochemistry are very
relevant in the genesis of neuro-
genic inflammation. The function
of the PMR is to prevent and con-
tain the damage and to facilitate the
healing process ,but in particular
cases they can, in contrary fashion,
help to emphasise or prolong the
pathological condition and support
a profile of chronic pain. In the hu-
man skin most of the fibres C is
made up of polymodal receptors;
the presence of the PMR in various
tissues attests to the various homeo-
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static requirements of the histologi-
cal locations involved. But the al-
terations that are stimulated by the
damaging event at a peripheral lev-
el are able to bring about the func-
tional mutation of the locoregional
PMR: from promoters of the tissue
defence functions they become fa-
cilitators of a worsening paradoxic
response.

All the tissues also have a wide-
spread apparatus of silent nocicep-
tors which, inactive in the normal
tissues, respond in the case of in-
flammation. In this way, innerva-
tion informs the central nervous
system (CNC) only in the case of
pathology or phlogosis.

The ends of the afferent fibres
have connections with the second-
order neurons of the ventral and lat-
eral horn, in the spinal segment it-
self and the adjacent segments.
These connections have an impor-
tant role in somatic and vegetative
reflexes.

On the other hand, the second-or-
der neurons involved in the ascen-
dant transmission of pain sensations
project, in their turn, contralaterally
(but also ipsilaterally) to the higher
levels of the central nervous sys-
tem. Their axons, as has already
been observed, originate practically
at the level of all the medullary lam-
inas, with the exception of the lam-
inas occupied by the motoneurons.
Obviously, the highest density of
provenance is from laminas I, II,
IIL IV, V, VI and X of the medullary
gelatinous substance. The axons
that come from the laminas I and V,
with the median line crossed at the
anterior spinal commissural level,
are the principal constituents of the
lateral neo-spino-thalamic tract,
which rises from the antero-lateral
fasciculus. This pathway, which is
direct and rapid, projects to the ven-
tro-postero-lateral nucleus of the
thalamus and from here to precise
areas of the sensitive cortex: it is at
the base of the sensitive-discrimina-
tive aspects of pain, that is to say of
the processes that allow the locali-
sation, identification and probably
the recognition of the character and
the intensity of the damaging stimu-
lus.

The cells of the deepest laminas
of the dorsal horn give rise to a
slower pathway of ascendant trans-
mission. This group of fibres form
the paleo-spinothalamic tract (laid

more medially always within the
area of the antero-lateral fasciculus
of the medulla: it makes synaptic
contact in the bulbus with the neu-
rons of the giganto-cellular nucleus
and, higher up, with the reticular
formation of the mesencephalon,
with the periacqueductal gelatinous
substance and with the hypothala-
mus, and projects to the medial/in-
tralaminal nuclei of the thalamus
(association and widespread activa-
tion of a reticular kind); from these
last begin widespread projections to
the cortex and the limbic system.
Two ascendant pathways, slow in
speed and often shared, which from
the spinal medulla lead to the retic-
ular formation of the trunk and the
mesenchaphalon, are the spinoretic-
ular tract and the spinomesen-
chaphalic tract. These pathways

reach the reticular substance of the
trunk and the mesencephalus and
from here go on to the posterior hy-
pothalamus and the medial/in-
tralaminary nuclei of the thalamus,
from which they lead their projec-
tions to the sensitive cortex.

The commissural tract of the
horn (fibe C — gr.IV, prevalently),
starting from the medial position of
the deepest laminas (X) of the pos-
terior grey horns, is a propriospinal
ascendant multisynaptic system
that transmits signals from the
deepest and visceral nociceptors;
this also projects — rostrally — to the
reticular formation of the encephal-
ic trunk, and from this on to the me-

dial) intralaminary nuclei of the
thalamus.

Itis important to consider the role
of the slow ascendant pathways in
the transmission of chronic pain.
The transmission of widespread
and not very localised pain that
originates at the level of deep struc-
tures, such as the intestine and the
periosteum, has been attributed to
these pathways. Some authors*
think, furthermore, that the system
of fibres, with their widespread pro-
jections to the limbic and frontal
lobes, through the encephalic trunk
and the thalamus, is at the base of
the emotional aspects of pain, that
is to say of the unpleasant sensa-
tions associated with it, because it
continues to evoke the mental expe-
rience of pain even when the trans-
mission along the neo-spino-thala-

mic pathway has been extin-
guished.

To achieve a complete picture, it
is advisable to refer to the post-
synaptic nociceptive pathway of the
spinal column. Differently to what
was previously held to be the case,
when the dorsal column of the
medulla (posterior cordons) was
thought to be made up of fibres ac-
tivated by tactile and proprioceptive
stimuli, it has been demonstrated
that this column possesses a com-
ponent of non-myelinic fibres that
respond to nociceptive stimuli of
visceral origins. These fibres reach
the gracilis and cuneate nuclei of
the bulbus; from here, starting from
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the medial lemniscus, they lead on
to the ventro-postero-lateral thala-
mus (but also to the higher and su-
perior colliculi and the mesen-
chaphalic reticular formation).

The data of neuroanatomy and
neurophysiology, to which refer-
ence has been made, are of great
use for our ‘functional’ understand-
ing of pain.’ But the studies carried
out to clarify such aspects have also
allowed the identification of some
of the systems entrusted with noci-
ceptive modulation.

4. MARINUS T S.R L.
CARDINALIS !ELGIUIIG
ANNO J23%J). .

At the level of the dorsal horn of
the spinal medulla, the information
that comes from the nociceptors is
modulated by afferent inputs made
up of influences: descendant, facili-
tating and inhibiting; local interneu-
ronal; laminary neuronal and activ-
ity dependent influences. The fibres
A-8 (myelinic) terminate in lamina
I, and to a lesser extent, in lamina V,
of the posterior grey horn of the
medulla; the fibres C, which are
non-myelinic, terminate in lamina
II but also in lamina I and lamina V;
other neurons, that respond to
painful cutaneous stimulation, also
reach the intermedial and ventral
region of the grey horns. The
aminoacid exciters, such as gluta-
mate and aspartate, and the ATP, are
the neurotransmitters of the fibres
A-9; substance P (a peptide with
eleven amino acids) is involved as a
transmitter in the slow communica-
tion along fibre C. Substance P ex-
cites the ganglion of dorsal roots
and the nociceptive neurons of the

dorsal horn; in contrary fashion, the
destruction of the fibres containing
substance P provokes analgesia.
The meconics act as important
modulators of the pain impulses
that move through the dorsal horns
and the bulbar and pontine centres.
The meconics reduce the concen-
tration of substance P; receptors for
the meconics (of three types) are
present both in the (pre-synaptic)
afferent terminal axons and on the
(post-synaptic) dendrites of the sec-
ond-order neurons at the level of the
lamina II of the posterior grey horn
of the spinal medulla. When stimu-
lated, the neutrons of the lamina II
are able to free both enkephalin and
dinorphin and other endorphins,
that is to say morphine similar en-
dogenous peptides that are connect
themselves specifically to the re-
ceptors for the meconics and inhib-
it the transmission of pain at the
level of the dorsal horns.
Cholecystokonin (CCK) is a pep-
tide made up of eight amino acids
which, at a spinal level, are princi-
pally present at a interneuronal lev-
el and have a localisation similar to
that of substance P. CCK attenuates
the effect of many anti-nociocep-
tive treatments, in particular the
meconics, and its concentration in-
creases notably after nerve damage.
One can at this point outline the
mechanism of the spinal modula-
tion of pain. In 1990 there was a
scientific demonstration of inhibi-
tion at a segmentary level — gelati-
nous substance of Rolando, lamina
II for the fibres C (group IV) and
laminas I and V for the fibres A-8
(group III) — mediated by en-
dophinergic interneurons (various
endo-opioid mediators, connected
with various types of peripheral re-
ceptors) which are activated by de-
scendant reflex pathways and seg-
mentary mechanisms (with pre-
synaptic inhibition of the release
of substance P) and intersegmen-
tary interneurons (these last have
not been completely clarified).
One of the descendant systems for
nociceptive regulation has its ori-
gins in the frontal cortex and the
hypothalamus and projects to the
neurons of the periacqueductal re-
gion of the mesencephalon. It then
rises in the ventral and medial por-
tion of the bulbus and descends
along the dorsal portion of the lat-
eral fasciculus of the medulla until

the posterior grey horns (laminas I,
ITand V).

Of the levels of processing and
convergence of the nociceptive in-
formation transmitted by the ascen-
dant pathways, and which it touch-
es on its pathway in the central ner-
vous system, the one that has been
most studied in detail (and the most
interesting as regards the spinal re-
flex response that it is able to in-
duce) is the mesencephalic level.
The stimulation of the periacque-
ductal gelatinous substance pro-
duced by the nociceptive afferences
transmitted to it involves the
(enkephalin-mediated) activation of
the large raphe (serotoninergic),
patagigantocellular (noradrenergic)
and locis coeruleus (noradrenergic)
nuclei. From these nuclei begin de-
scendant fibres which, rising in the
dorsolateral funicle, go on to reach
the endorphynergic interneurons of
the medullary laminas I, II and V.
Through them, both fibres A-d and
fibres C are inhibited by these de-
scendant influences.”

The threshold for the perception
of pain, that is to say the minimum
intensity of stimulus to which the
quality ‘pain’ is attributed, is ap-
proximately the same in all individ-
uals in physiological conditions. In
the presence of inflammation it
falls: this process is defined as “pe-
ripheral sensitisation’ and is clini-
cally rather significant because in
sensitised tissues innocuous stimuli
can provoke pain (allodinia). In-
deed, when conditions are produced
that support a repeated and protract-
ed stimulation of PMR, the poly-
modal fibres C, at a high threshold,
tend to respond to respond to lower
thresholds of stimulus and to pro-
long and increase the posthumous
charge (at the base of hyperalgesia)
with a mechanism that has an adap-
tive meaning in the presence of the
mediators of phlogosis with a ‘sen-
sitising” action. The ‘central sensiti-
sation’ takes place in the same way
but in response to a tissue damage
or nervous activity-dependent dam-
age. In other words, hyperalgesia
and chronic pain are supported in
many cases by an altered central
mediation that takes place at a
spinal level and modifies the prima-
ry nociceptive afference by empha-
sising it and prolonging it. Thus, in
relation to the type of prevalent
mechanism of sensitisation (periph-
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eral or central), it is possible to clas-
sify pain as inflammatory (of which
carcinomatosis and the chronic and
ulcerating inflammatory processes
in the visceral, articular,
muscular/tendon and  skeleton
structures are frequent examples)
when it is related to tissue damage.
Vice versa, neuopathic pain is cor-
related with damage or dysfunction
that is primarily the responsibility
of the central nervous system. This
is further separated into ‘peripheral
neurogenic pain’ because this fol-
lows on from damage that is the re-
sponsibility of the peripheral ner-
vous system (plexus, root, nervous
trunk) and ‘central pain’, when the
damage or dysfunction is in the
central nervous system (medullary,
troncoencephalic, thalamic and
cerebral suffering). However, it
should be made clear that the many
interactions between the immunity
system, which is the principal archi-
tect of the complex mechanisms of
inflammation, and the nervous sys-
tem, must lead us to think that this
distinction is relatively arbitrary.

Conscious awareness of pain
takes place only when the impulses
reach the thalamic-cortical level but
the role that these structures per-
form in relation to pain understood
as a ‘mental process’ has not yet
been clarified. At the present time,
however, the separation between
‘sensation’ (that is to say awareness
of pain, a function traditionally at-
tributed to the thalamus) and ‘per-
ception’ (the awareness of its nature
and its characteristics, which it was
thought was the responsibility of
the cortex) does not appear to be
feasible: this supports the approach
that sees a close connection be-
tween sensation, perception and
other (conscious and unconscious)
components of nociception within
the context of a response to pain,
understood as a functional sensa-
tion.®

Dr. SIMONA CASTELLANO
Physiatrist,

First level medical director

at the ‘Spinal Unit’ UO,

‘Centro Paraplegici Ostia’ Hospital,
Az. USL ‘Roma D’,
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3. Pain Therapy

FROM TREATING TO TAKING CARE OF

Introduction

For man, pain is one of the most
mysterious and disquieting realities
that exists. It raises questions and
involves disciplines that not only
belong to the medical sciences but
also to the humanities.

Indeed, we cannot have a reduc-
tive vision of man and confine pain
to a parameter that is merely med-
ical. We must necessarily locate
pain within the field of philosophy,
psychology and theology as well.
This approach is present in the Al-
gologic School of Florence which
defines ‘pain as a psychophysical
entity of universal meaning, the
perception of which involves differ-
ent individual, cultural and reli-
gious factors, and in whose analysis
participate not only the branches of
medicine and biology but also those
of the human sciences (philosophy
and psychology) (Zucchi, PL.,
1983).

The Linguistic Meaning
of Pain

From this definition one under-
stands that in medicine, as a science
and as an art, pain has a special lin-
guistic meaning and creates a lan-
guage that is shared but always new
and renewable, uniting the sciences
of nature with the sciences of tran-
scendence and giving rise to an an-
thropological parameter that is in
close dialogue with the metaphysi-
cal parameter.

To pain should not be given the
semeiological meaning, which
solely involves a pain-inducing
stimulus for the individual, or the
philogenetic meaning, which in-
volves the moment of behavioural
change of the individual in relation
to nature, but above all the ontolog-
ical meaning of a penetration of the
person-man with God in a true, real

and experienced participation in the
passion of Christ.

In this metaphysical vision, med-
icine draws away from its exploita-
tive schemata to create a new cul-
ture of health: the physiognomy of
an anthropological medicine of
such an approach provides a human
meaning, which is really incisive,
with transcendent meanings, to
pain.

To come to the aid of the person
who has the right not to suffer, the
medical doctor can not employ
solely the technical to combat suf-
fering: he or she must establish and
transmit a culture for suffering, also
taking into account of the historical
and ethical dimensions within
which the medicine of pain has de-
veloped (Honings, B. and Zucchi,
PL., 2004).

The Relationship between the
Medical Doctor and the Patient,
Communication and Language

Pain manages to create condi-
tions that are favourable to a form
of special encounter and welcom-
ing that lead to a profound fension
in the Kierkegaardian sense of the
term between two people, namely
the medical doctor and the patient,
who are distinct in their roles but
not distant because both of them are
united by the hope for a wished for
improvement in the therapeutic re-
sult.

The seesawing eccentricity of
these two physiognomies in the re-
lationship between a medical doc-
tor and a patient exists alternatively
not only in terms of communica-
tion, that is to say an exchange of
information, which is valuable for
the therapy involved, but also in a
linguistic reality that is very special,
in which the tonalities of language
bring out the delicate sensitivity of
who is engaging in the dialogue and

wishes to give a meaning to the
symptom of pain.

Towards a Definition
of Health and Pain

In order to make the term of the
delicate subject that we are address-
ing comprehensible, it is advisable
to offer the official definitions of
health, of pain and of therapy that
are adopted by all study groups at
an international level.

The World Health Organisation
(Alma-Ata, 1978) states that ‘health
must be a state of complete physi-
cal, mental and social well-being
and not only the absence of affec-
tions and illness’.

The Pontifical Council for Health
Pastoral Care defines ‘health as a
tension towards physical, mental,
social and spiritual harmony and
not only the absence of illness: it
makes man able to carry out the
mission that God has entrusted to
him according to the moment in life
in which he finds himself’ (Lozano
Barragén J., Message for the World
Day of the Sick, 11 February of the
Jubilee Year 2000).

The International Association for
the Study of Pain (I.A.S.P., 1982)
defines ‘pain as an unpleasant sen-
sorial and emotional experience as-
sociated with a real and potential
damage to the tissue or described
with terms that refer to such dam-
age’

From the definition offered by
the I.A.S.P. one understands that
pain has two physiognomies: an ob-
jective physiognomy represented
by damage (trauma, fracture, ill-
ness) and a subjective physiogno-
my identified with the meaning at-
tributed to such an unpleasant
event, which is differently interpret-
ed and experienced according to the
individual cultural and religious ap-
proaches involved.
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The Christian experience ex-
plains pain within the dimension of
Redemption, where damage as pain
is experienced in a different way to
that of the other religions because
the experience of pain belongs to
the close relationship between dam-
age and meaning.

This is why, although it is charac-
terised by universal meanings, pain
remains an experience that is under-
gone in an individual way by each
subject.

The Clinical Concept of Pain

However, pain must also be seen
as the great friend of living beings
because it provides, within the or-
ganism, a signal by which a man
understands that he must engage in
a therapy in order to improve a con-
dition that could compromise his
physical and mental safety.

On this point, biology itself
brings out for us the positive value
of pain in that very special syn-
drome known as ‘congenital anal-
gesia’. The individuals afflicted by
this syndrome die young because
they do not have the capacity to per-
ceive pain in conditions in which
normal subjects react to a pain-in-
ducing stimulus (Sternbach, 1968).

In addition to this clinical picture,
the opposite condition can also
arise in which people feel intense
pain in the absence of apparent
pain-inducing stimuli; at times a
slight contact or even a breath of air
can provoke an algic crisis which in
this case has a meaning that is total-
ly without a purpose.

These two examples, namely
congenital analgesia (where an in-
dividual displays an inability to per-
ceive pain despite evident damage),
on the one hand, and hyperalgesia-
hyperpathy (where there is the pres-
ence of spontaneous pain in the ab-
sence of a damaging stimulus), on
the other, are two opposing clinical
extremities that are increasingly the
subject of detailed and accurate
studies by different research groups
that deal with the physiopatholgy
and the therapy of pain.

However, not only the mecha-
nisms of the perception of pain but
also the mechanisms involving the
control of pain are today a field of
research that is in constant evolu-
tion. It is known that men and ani-
mals have the possibility of elimi-

nating or reducing pain, which, be-
ginning with the periphery, reaches
the encephalon, following behav-
ioural factors that modify the elec-
tro-physiological and neurochemi-
cal responses of the organism.
From a clinical point of view, the
subject of pain and suffering has
been addressed in a special way by
the Florentine School (Teodori, U.,
Neri-Serneri, G.G., Procacci, P,
Galletti, R., 1973; Zucchi, P.L., and
Duranti, R., 1979) which has made
a distinction between pain as a
symptom and pain as an illness.
Pain as a symptom is the symp-
tom par excellence that arises very
rapidly, a unique clinical sign, often
for the purposes of defence, of the
set of symptoms that are present
(acute appendicitis, cluster

headache, myocardial heart attack)
that creates a reaction of alarm such
as to induce a rapid therapeutic ac-
tion; this clinical situation is to be
identified with acute pain with its
accompanying physical parameters.
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Pain as illness is pain that
emerges as a primary element of the
situation of illness and loses its
characteristic as a symptom, which
is useful to the medical doctor and
to the patient. This emergence is
gradual and has a recurrent, sub-
continuous development. Pain as
illness is to be identified with
chronic pain which lasts for months
or years, gives the patient no
respite, and often induces symp-
toms of anxiety and/or depression.
Examples of this kind of pain are:
rheumatic pain, post-herpes neural-

gia, causalogical pain, arthrosis and
osteoporosis pain, and the pain
caused by cancer.

A clarification of these two im-
portant concepts helps us to under-
stand that pain can characterise a
clinical situation that involves a
pathology that is very variegated
from the physical, mental and social
point of view and which the English
language manages to explain very
well with the word ‘disease’, which
refers to the physical component of
the illness (algos, acute pain), with
the word ‘illness’, which refers to
the mental and moral suffering
(pathos, chronic pain) experienced
by the patient and his or her family
relatives, and with the word ‘sick-
ness’, which refers to painful illness
as socially perceived.

From this elaborate meaning that
the English language offers us of
the Italian word ‘malattia’, one can
understand that a patient afflicted
by a painful pathology lives out his
or her own state of total pain in all
its three (physical, mental and so-
cial) expressions, involving in his
or her own tragedy also family rela-
tives, acquaintances, and the health-
care staff (Sindrome di Burn-Out,
Mayou, 1987).

Anatomical Aspects of Pain

In order to achieve the best possi-
ble analysis of the clinical and ther-
apeutic aspects of a specific painful
illness, it is more than helpful to ask
ourselves about the origins of pain.

Pain is due to the activation of re-
ceptors (nociceptors) and the pe-
ripheral and central afferent path-
ways that make up pain perception.
At the level of the organism, the al-
gic situation creates an anatomical
damage to the tissues that involves
the liberation of algogenous sub-
stances which then stimulate the ap-
paratus of reception (peripheral
pain perception), which in turn
transforms the stimulus into a noci-
ceptive input that reaches the spinal
medulla through the order I neuron
(reflex pain perception). At this lev-
el the order I neuron enters into
synapsis with the order II neuron
which then informs the thalamus
(unconscious pain perception).
From the thalamus the order II neu-
ron projects the nociceptive input
onto the somatoestesic cortex (con-
scious pain perception).
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The Concept of Pain Therapy

This brief anatomical-physiolog-
ical parenthesis helps us to under-
stand better at which level the per-
son who treats pain must effect a
specific analgesic treatment (phar-
macology, anaesthetics, surgery or
physiatrics).

However, the meaning that we
wish to give to the term ‘therapy’ is
that equivalent to the ancient Greek
term therapeia, by which was
meant taking care of, or being total-
ly ready to help somebody in a state
of need. This concept of therapy
does not refer only to physical ill-
ness in a clinical sense, and thus to
biology and to medicine, as hap-
pens with the modern term ‘thera-
py’, but to the general condition of
life, the aspect of the person in his
or her totality, his or her well-being
in a broad physical, mental and
spiritual sense.

In this approach, therapeutic
treatment acquires a new interpreta-
tion, which is more detailed and
overall in character and which sees
man in the real ontological meaning
of the person.

It follows that the concept of pain
therapy must therefore be examined
both as etiological hermeneutics of
the illness and in a broader sense as
hermeneutics of the needs of man.

Pain therapy as hermeneutics or
etiological interpretation of the al-
gic set of symptoms of illness be-
longs to the clinical examination of
a situation that is often highly prob-
lematic for the patient. The thera-
peutic moment takes on meaning
only when the subject in his or her
intimate being-man person relation-
ship lives out his or her special mo-
ment of illness in all its wholeness.

The interpretation of noxa, at this
point, can identify a therapeutic
process operating at the level of
knowledge but one that is not guar-
anteed, one open to success but de-
pending on the illness involved at
times risky and also threatened by
possible failure, and to such an ex-
tent that it cannot be implemented
except in a climate of fractures, of
contradictions and even of anxiety.

Pain therapy as interpretation of
the needs of man is a fundamental
stage in the life of each suffering in-
dividual, not only in relating to
what he or she should do but above
all else in being educated in what he
or she should know what to do to

achieve the strengthening of his or
her physical and mental being and
thus the establishment of his or her
knowing how to do, as the acquisi-
tion of a new personal culture.

From these premises one under-
stands, first of all, how pain therapy,
in trying to follow a personalised
process for the patient, becomes a
personalising element as regards
the relationship between the med-
ical doctor and the patient, taking
on the most varying meanings:
from a highly variegated art to an
effective therapeutic method, from
a technique that seeks to solve diffi-
cult pathogenetic interpretations of
illness to a real and authentic phi-
losophy of suffering man at special
moments of the totality of his
meaning.

Thus one deduces that it is not
only the state of painful illness but
also the human experience itself
that requires an interpretation of
one’s suffering, and this is because
the being itself of man requires an
answer at the human and biological
level. Pain therapy must continually
address the problem of the physical,
moral and also spiritual suffering of
man struck by illness, which must
be treated well by the medical doc-
tor but also accepted equally well
by the patient.

In these terms the treatment of
pain takes on the physiognomy of a
useful instrument that must deal
with intricate pathologies that are at
times of extreme gravity. With its
characteristics of a discipline that is
also technical in character, anti-pain

therapy tries to solve, or for the
most part reduce, sets of problems
which are at times of great clinical
difficulty in which the algic condi-
tion tends to distort the meaning of
the normal and also the meaning of
being not only in its physical but al-
so in its moral and spiritual terms.

At this point pain therapy estab-
lishes in the relationship between
the medical doctor and the patient a
new form of language that is indi-
vidual and unifying in its unique-
ness: this condition makes possible
the acquisition and the interpreta-
tion of a special circumstance
which is often of extreme gravity.
In such situations the therapeutic
treatment takes on not only the
methodological meaning inserted at
the most important moment of the
protocol of a specific pathology but
also seeks to favour the delicate on-
tological moment of the introjection
of the ego in order to achieve a bet-
ter understanding and acceptance of
the person’s own physical and
moral suffering.

Algology and Pain Treatment

The treatment of pain belongs to
that branch of medicine — a real and
authentic discipline that is relative-
ly recent — known as ‘algology’.
Thanks to this branch of medical
science, preconceptions about the
treatment of pain have been modi-
fied and it has been possible to
adopt therapeutic criteria that are
much less restrictive than was pre-
viously the case in the past.

Within the field of paint therapy
directed above all else towards pal-
liative care, on the one hand there
has been the use and the spread of
pain-killing pharmaceuticals, and
on the other, in the countries of the
European Community and in the
United States of America, funds
have been allocated for the creation
of suitable hospital structures for
the treatment of pain. Until a few
years ago, the right not to suffer was
discussed very little in Italy and the
other industrialised countries. Yet it
is specifically the facility of access
to structures where forms of treat-
ment involving pain relief are en-
gaged in that constitutes the condi-
tion for a distancing of requests re-
lating to euthanasia or assisted sui-
cide from those who suffer from in-
curable pain.
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One of the fundamental parame-
ters, therefore, on which the model
of assistance must be founded is
made up of a diversified approach
to the control of pain according to
the actual needs that the patient
generates, with the opposing of ‘to-
tal care’ to ‘total pain’ so as to deal
in an adequate and appropriate way
with the physical, mental and spiri-
tual suffering of the person.

It should not be forgotten that the
patient often tends to close in on
himself or herself, to reject his or
her condition, to isolate himself or
herself from every communication
with the outside world, and often to
withdraw from his or her family
context and to refuse contact with
friends and acquaintances.

As regards the wonderful and
fascinating relationship between
the medical doctor and the patient, I
would also like to emphasise that
the patient who suffers from un-
bearable pain should totally entrust
himself or herself to the medical
doctor responsible for his or her
case.

In such situations the medical
doctor feels in a more incisive way
the commitment to respond to this
trust and these hopes. To this end,
the medical doctor tries to use drugs
and medicines that modern pharma-
cology places at his or her disposal
in an attempt to distance the spectre
of euthanasia which is increasingly
present in a culture that seeks solely
to achieve rapid solutions that in-
volve criteria of ‘efficiency’ and
forgets about the real needs of the
patient in his or her totality.

The Principle
of the Dual Effect

If we want to examine the ob-
verse of the positive aspects of the
coin of pain therapy we may ob-
serve that the crucial point of anti-
pain therapy is at times made up of
the lethal effects of a treatment in-
volving the use of high levels of
opiates that tend to hasten the death
of the patient.

In this area, in order to free the
medical doctor from ethical scru-
ples about his or her professional
conduct, appeal is made to the
‘principle of the dual effect’, on the
basis of which consequences that
would appear not morally unac-
ceptable could be considered licit

(and obtain free rein in practice)
each time (beyond any assessment
based upon probabilities) they are
not assessed for what they really are
(Rossi, L., 1961; Di Pietro, M.L.;
Spagnolo, A.G., 1992; Honings, B.,
2004).

It is obvious that the patient
should be adequately informed
about the risks that he or she could
run and that he or she should give
his or her informed consent, to the
extent that this is possible, to what
is done.

In referring to some important
texts of the Church, we may ob-
serve that they refer in a clear man-
ner to the practice of pain reducing
or killing therapeutic activity in or-
der to improve the conditions of
suffering sick people. One need on-
ly think of the fundamental address
of Pope Pius XII on the use of anal-
gesics in order to reduce unbearable
pain even when a shortening of the
life of the patient in envisaged, or of
the Apostolic Letter Salvifici Do-
loris (n. 5) of His Holiness John
Paul II which emphasises that
‘Medicine, as the science and also
the art of healing, discovers in the
vast field of human sufferings rhe
best known area, the one identified
with greater precision and relatively
more counterbalanced by the meth-
ods of ‘reaction’ (that is, the meth-
ods of therapy)’.

We know that every pharmaceu-
tical involves, together with the
hoped and wished for principal ef-
fect, at times also undesirable sec-
ondary effects whose appearance
and scale are not always pre-
dictable. Precisely for this reason,
rigorous and constant scientific
study in a discipline such as the
physiopathology and treatment of
pain, which in the past was taught
in very few universities, is impor-
tant.

On this point I am happy to ob-
serve that the Faculty of Medicine
of Florence has always had groups
of researchers that are especially in-
terested in algology because it has
been demonstrated that in all the
branches of medicine, but in pain
therapy in particular, a half of the
notions that have been acquired be-
come obsolete within five years.
This means that what a medical
doctor learns during his or her uni-
versity studies, has lost 75% of its
validity ten years after his or her
graduation.

Pain Perception and Anti-Pain
Pharmaceuticals

For the student of pain, the dis-
coveries made by neurochemistry
in relation to pain perception have
been of very great interest. From
the discoveries of Hughes and
Kosterlitz (1975) one understands
very well that the first healer of the
organism is the organism itself.
This is because it is able, following
a pain-inducing stimulus, to free
substances that have a pain-reduc-
ing action. These substances are
similar to morphine, they are the
endorphins, and they create an en-
dogenous analgesia.

In order to understand not only
the mechanisms of pain and its con-
trol but also the mechanism of the
action of anti-pain pharmaceuticals,
we need to turn to the study of
synapse. Monod defines synapse as
‘the fundamental logical element of
the nervous system’, and it is pre-
cisely this element that allows the
neurons to dialogue with each oth-
er.

Pain appears precisely when an
alteration of the synaptic homeosta-
sis creates an alteration in the com-
munication between neurons. It is at
this point that the therapeutic mo-
ment must take place in order to re-
establish within the organism the
balance that has been altered, and
the anti-pain therapy will be that
much more effective the more al-
tered synapses it manages to place
in harmony between the nocicep-
tive system and the anti-nociceptive
system.

Despite the advance in the
knowledge of physiopathology and
pain therapy, pain-killing pharma-
ceuticals in general, and the opiates
in particular, even in the presence of
unbearable pain, are rarely used by
Italian health care workers (such
that their administration in Italy is
twelve times lower than is the case
in Germany, thirty-two times lower
than is the case in France, and one
hundred and ten times lower than is
the case in Denmark). The United
States of America and Sweden are
the first two countries as regards the
use of pain-killing pharmaceuticals
with a central action. Some medical
doctors, even in the presence of
pain that reaches the highest levels
of intensity, tend not to administer
opiates out of a fear of creating a
physical dependence (physical sub-
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ordination to the effect of the sub-
stance), which, in a patient subject
to unbearable pain, can be due in
part to the advance of the illness it-
self and in part to the appearance of
the phenomenon of pharmacologi-
cal tolerance (habituation to the
substance).

In the majority of cases there is a
use of anti-pain therapies in an at-
tempt to reduce pain, especially if it
is very intense and prolonged, be-
cause this condition favours a posi-
tive acceptance of those special mo-
ments in illness that tend to foster
an inner tranquillity and a trusting
self-giving to God in prayer.

The data derived from the recent
literature in the field are very com-
forting because they bring out that
adequate pain therapy eliminates
the requests for euthanasia on the
part of patients: in Italy, in 2002, out
of nine hundred cases of patients
with severe pain because of cancer,
only one asked to be helped to die,
but this person banished this idea
after suitable anti-pain treatment
(Corradi, M., 2002).

When focusing attention on the
therapeutic microcosm of our coun-
try, it emerges that in recent years
the medical and political classes in
Italy have wanted to eliminate this
grave delay and have sought to
make adequate use of anti-pain
treatment along European lines.

This phenomenon should certain-
ly be encouraged because there are
no sustainable reasons to adopt an
acquiescent approach to those who
want their pain to be treated in a
suitable way, not least because, un-
fortunately, we have to operate
within a social reality strongly
shaped by criteria of efficiency,
which increasingly demands anal-
gesic measures (the reduction of
pain) if not, indeed, anaesthetic
ones (the elimination of any feeling
of pain).

The first element that the algo-
logic medical doctor must take into
consideration in appropriate pain
therapy is the ability to be able to
use methods for the measurement of
pain, with which to assess the phys-
ical, mental and socio-environmen-
tal components of the experience of
pain. The measurement of pain, as-
sessed in a constant way during the
anti-pain treatment, provides a
measurement of the efficacy of the
therapy that is engaged in and indi-
cates any variations underway in

the presence of the persistence of
intensity levels (VAS) of very high
pain (Scott-Huskisson,1976).

The treatment of pain in general,
and within the framework of pallia-
tive care in particular, must bear in
mind the possibility of using diver-
sified approaches: the pharmaco-
logical, the cerebrally located,
physiotherapy, and techniques in-
volving a local anaesthetic block.
Of all these aids, pharmacological
therapy is the most common and the
least aggressive, and is, therefore,
the most suggested in cases of pain
in many places of the body or gen-
eralised pain.

The Efficacy of Pain Therapy

At the present time medical doc-
tors have instruments available,
above all of a pharmacological
kind, with which to address any
kind of pain, even rebel pain, as
long as in the anti-pain protocol cer-
tain inescapable rules are borne in
mind. Such rules may be expressed
with reference to the following pa-
rameters:

The administration of pharma-
ceuticals must be carried out in line
with planned timetables and not ac-
cording to immediate need, taking
into account the fact that an organ-
ism can be compared to an electro-
chemical centre where nociceptive
inputs arrive and leave and where
algogenic and anti-pain substances
are released that follow circadian
rhythms that can bear upon the per-
ception of pain, in a positive or neg-
ative way, according to the timeta-
bles of the administration of phar-
macological treatment.

The doses of an analgesic phar-
maceutical should be personalised
because its efficacy varies from pa-
tient to patient. The optimal dose is
the one that obtains identifiable
clinical effects in an intermediary
zone between obtaining adequate
analgesia and not reaching high lev-
els of toxicity.

The side effects and possible lev-
els of toxicity should be treated sys-
tematically and immediately.

In the presence of pain at the
highest levels of intensity a placebo
should never be used because this is
not right from a medical and ethical
point of view.

The most correct and proven
model of anti-pain therapy must be

employed, which in the above all
oncological field is the ‘three level
analgesic scale’ proposed by the
therapeutic protocols of the World
Health Organisation (1986). In the
first level, which corresponds to
light pain, non-steroid anti-inflam-
matory (FANS) pharmaceuticals
are used for a protracted period un-
til such pharmaceuticals are effec-
tive in controlling the pain. In the
second level, which corresponds to
moderate pain, the therapist of pain
uses FANS with so called weak nar-
cotics (codeine). This treatment
continues until unacceptably high
levels of pain appear. The third lev-
el, which corresponds to severe
pain, involves the use of strong nar-
cotics, amongst which morphine, a
pure agonist opiate, administered
on its own or together with the
FANS.

Non-Steroid and Opiate
Anti-Inflammatory
Pharmaceuticals

At this point, in order to under-
stand more effectively the organisa-
tion of a correct anti-pain therapy, I
would like to dwell briefly on the
peculiarities of these two categories
of pharmaceuticals — the FANS and
the opiates.

The FANS are pharmaceuticals
with an analgesic effect that is
largely peripheral in its impact and
connected with the well-known
blocking action of the synthesis of
prostaglandins. The identity of the
mechanism of this action involves
these pharmaceuticals being able to
have collateral effects which are in-
terchangeable at the level of quality
and scale, such as gastric damage,
the blood plaque anti-aggregation
effect, the bronchial constriction ef-
fect, the possibility of causing diar-
rhoea, the possibility of bringing
about sleepiness and phenomena
connected with allergies.

The opiates, which are also called
narcotics or drugs, produce analge-
sia by placing themselves on the re-
ceptor sites at the level of the cen-
tral nervous system where endoge-
nous opiate substances are also
found (enkephalins, endorphins, di-
norphins). Some opiates can act by
activating this function (agonists)
or blocking it (antagonists); others
behave as agonists if used alone, or
as antagonists if used with other
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opiates (agonists-antagonists). This
last condition brings out that it is
dangerous and useless to use more
than one opiate in a therapeutic
regime. The collateral effects of
these substances are: sleepiness,
nausea, vomiting, and constipation;
in the case of an overdose there can
be respiratory depression, dyspho-
ria, and urine retention.

Another aspect that should be
brought out in relation to pain ther-
apy practiced with opiates is that of
the phenomenon of dependency or
tolerance. Dependency on opiates is
a mental and physical phenomenon.
The war now going on in Iraq has,
unfortunately, brought out these
two aspects very well. With some
American soldiers, in fact, who ha-
bitually took opiates for psycholog-
ical reasons (tension, fear of dying,
being far away from family affec-
tion), it has been almost impossible
to suspend the use of these sub-
stances because a psychological de-
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pendence had been established.
Other American soldiers, who took
morphine or other opiates because
they were wounded or needed pain
treatment, at the right moment
could suspend the treatment with-
out risking psychological depen-
dence; at the most they risked incur-
ring a slight physical dependence.
Patients with very intense pain
are to be located in the second con-
dition because the pain therapist
can eliminate their taking of opiates
in a gradual way when this is
thought to be required by the clini-
cal situation. This pharmacological

explanation of opiates demonstrates
that patients treated with such sub-
stances rarely end up with a psy-
chological dependence. This condi-
tion, unfortunately, is the rule with
drug addiction.

The other point that should be
brought out as regards pain therapy
is the phenomenon of tolerance.
The phenomenon of tolerance takes
place when an individual who has
taken opiates constantly after a cer-
tain period of time enters into a kind
of habituation as a result of which
the same pharmaceuticals in the
same doses are no longer effective
and it is only possible to have the
same initial results by increasing
those doses. The mechanisms that
lead to the establishment of such
tolerance have still not yet been ful-
ly clarified and the same may be
said of the way in which the speed
with which this takes place varies
from patient to patient.

Conclusions

In this study we have taken into
consideration the fact that in pain
therapy there is an ab estrinseco vi-
sion that is expressed in the treat-
ment of illness and physical pain
(algos, to cure), and an ab intrin-
seco vision which is expressed in
taking care of the patient (pathos, to
care).

In this move from immanent per-
ception (algos) to transcendent re-
flection (pathos), each individual
raises his or her own physiognomy
from being homo technologicus to
being a person who manages to live
out his or her suffering in the di-
mension of hope.

In this sphere the reticent ap-
proach to the administration of
pharmaceuticals by a medical doc-
tor could be justified as long as such
an approach is wanted by the pa-
tient alone. In this area we should
allow the patient who wants to live
out the moments of his or her suf-
fering from a personal and Christ-
ian perspective the freedom to for-
go the possibility of relieving his or
her own suffering. This is because
pain, in this case, takes on a valu-
able and salvific meaning as partic-
ipation in the Cross of Christ, and
thus can be freely welcomed (Con-
gregazione per la Dottrina della
Fede, 2001).

In conclusion, I would like to em-

phasise that beyond correct pain
therapy each patient lives out his or
her own experience of illness in a
totally personal way in which that
person’s ethical and spiritual forma-
tion has a major influence on the re-
sult of the anti-pain treatment. This
is because, as His Eminence Cardi-
nal José Saraiva Martins says, ‘the
spiritual life places the believer in a
continual situation of divine empa-
thy’ fostered by valuable instru-
ments such as prayer (Dolentium
Hominum, 2004).

As a proof of this, recently, in
fact, clinical studies carried out in a
rigorous way from a scientific point
of view (with the recruitment of
subjects according the random cri-
terion; the blind study of subjects;
and the assessment of data by statis-
tical calculation), have emphasised
how faith and prayer manage to
strengthen the effects of pharmaco-
logical therapy by raising the pain
threshold (Zucchi, PL. and Hon-
ings, B., 1996; Zucchi, P.L., Hon-
ings, B., and Voegelin, M.R., 2001;
2003).

Given that the person-patient is a
unity made up of soma, psiche and
pneuma, the improvement in pain is
obtained at all three levels — the
physical, the mental and the spiritu-
al. Our research group, in fact, man-
aged to demonstrate that 1) patients
who were believers had a higher
pain threshold than patients who
were agnostics, that is to say they
perceive pain less (the faith effect),
and have a better response to phar-
macological treatment; and 2) pa-
tients treated with ethical treatment
(prayer) had a better response to
pharmacological treatment com-
pared to those not so treated,
whether believers or agnostics (the
prayer effect).

From this study it was shown
how the condition of faith (believ-
ers) and the instrument of prayer
manage to modulate the perception
of the stimulus of pain by positively
influencing the effects of anti-pain
treatment.

The physiopathological interpre-
tation of this phenomenon lies,
from a neurophysiological point of
view, in the well-known theory of
‘gate control’ Melzack and Wall
(Science, 1965).

Indeed, the condition of faith and
the instrument of prayer are thought
to foster the activation of descen-
dant inhibitory fascias that modu-
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late the condition of the nociceptive
stimulus, thereby bringing about a
lower perception of pain. From a
neuropharmacological point of
view, in a clinical state of severe
pain, it is argued that the condition
of faith in believers and prayer in
believers and agnostics (who have
freely accepted to follow ethical
therapy as well (Zucchi, P.L. and
Honings, B., 1996; Zucchi, P.L.,
Honings, B., and Voegelin, M.R.,
2001; 2003) facilitate the release of
endorphins — endogenous sub-
stances of an opiate nature with an
analgesic action — that block the al-
gogenic receptors at both a central
and peripheral level (Hughes et al.,
1975).

From the study that has been car-
ried out one can infer that a suffer-
ing patient can be helped in a med-
ical sense (pharmaceuticals) and in
an ethical sense (prayer) in elimi-
nating, or at the least in reducing,
the symptom of pain.

In subsequent research (Zucchi,
PL., Honings, B., and Voegelin, B.,
in press), our study group examined
whether music could induce a
strengthening of the pharmacologi-
cal effects of anti-pain treatment in
algologic patients. The results were
positive and really encouraging
(Dolentium Hominum, in press).

It is thus from this intersection
and penetration between imma-
nence (soma and psiche) and
Trascendence (pneuma), present in
the nature of man, whether a believ-
er or an agnostic, that pain therapy,
both pharmacological and ethical,
can give an optimal result in each
subject, as a person, precisely be-

cause he or she is a mysterious and
fascinating creature made in the im-
age and likeness of God.

Prof. PIERLUIGI ZUCCHI, S.O.
Director of the Institute for the Study
and Therapy of Pain,

Florence, Italy.
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MAURIZIO EVANGELISTA

4. Palliative Care

Premise

Sensu strictu, palliative care is a
subject that is not only medical in
nature but is also, and above all
else, a discipline that in its very
implementation encounters man in
his totality and thus acquires a
philosophical, spiritual and anthro-
pological character. Even more,
palliative care is directed not only
towards the individual as such but
forms a part of a familial, profes-
sional and social whole.

Palliative care is thus a disci-
pline with intrinsic and structural
characteristics of a complexity that
derives from the factorial multi-
plicity of all the components that
determine is character. In this
sense, this paper is a good opportu-
nity to expound — in a way that is
integrated with the other papers of
this volume published by the Pon-
tifical Council for Health Pastoral
Care — certain basic concepts
about palliative care.

Where the reader thinks this is
opportune, he or she will have a
possibility to explore in greater de-
tail the aspects that he or she thinks
are worthy of greater development
and analysis by consulting the bib-
liography that is given at the end of
this paper.

Palliative care is a potential in-
strument by which to implement
important forms of synergy
through which — seeing the en-
counter between Hippocratic hu-
manism and Christian humanism
as a decisive factor in achieving
progress towards a civilisation in-
creasingly worthy of the name — it
becomes possible to apply this an-
thropological vision, where this is
possible, to people of different cul-
tures and religions and to find a
moment of synthesis and practical
sharing. From this base, through
an increase in the already rigorous
attention that is paid to this grave

and urgent problem that calls upon
medical research and science,
there can derive that inspiration
and that motivation that can lead to
a better expression of service to
the person through caring for suf-
fering and commitment to an em-
phasis on the centrality of man, re-
spect for life and its unconditional
defence, in each person’s specific
context and daily life.

Above all else during that stage
of an illness when it is no longer
possible to practice proportionate
and effective forms of therapy, and
when there is an obligation to
avoid all forms of therapeutic stub-
bornness or exaggerated treat-
ment, that we encounter the need
for methods of palliative care
which, as the encyclical Evangeli-
um Vitae observes, ‘seek to make
suffering more bearable in the fi-
nal stages of illness and to ensure
that the patient is supported and
accompanied in his or her ordeal’
(65).

Historical testimony attributes
the birth of palliative care to 238
BC when the Emperor Asoka built
a refuge for the dying in Varansai
near to the Ganges. In Western cul-
ture the specific concept of a ‘hos-
pice’ advanced during the Me-
dieval period because of the work
of the Fatabenefratteli who were
moved by the need to offer a place
where adequate spiritual assis-
tance was provided together with
medical care and treatment.

In 1960 Lady Cecily Saunders,
observing, interpreting and ad-
dressing this need, renewed these
principles and in 1967 she inaugu-
rated the St. Christopher’s Hospice
in London. This occasion was a
propitious and practical opportuni-
ty to emphasis the treatment of
pain during the final stage of life
and to stress the need, within a
hospice organised along modern
lines but going far back in history,

to link medical technology and sci-
ence with compassion and the hu-
manisation of a form of medicine
whose approach must be focused
on the patient. The highest merit
that can be ascribed to this action
of Cecily Saunders is to be identi-
fied in the fact that she encouraged
research directed towards the un-
derstanding of the basic mecha-
nisms of the physiopathology of
pain and as a result secured the
achievement of specific advances
in the treatment of pain as well.
From this important focus of the
scientific community, there de-
rived the famous and widely read
book entitled ‘Cancer Pain Relief”
which was published by the World
Health Organisation (WHO) in
1986, and the organisation of the
therapeutic scale of the WHO, an
instrument that is universally

known and still today unsurpassed
because of its ability to be applied
in all types of health care situation.

Despite the exponential growth
in palliative care that has taken
place over the last thirty years, the
discrepancy between what is avail-
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able and what is needed remains,
unfortunately, a dramatic and cur-
rent reality.

According to the definition of
the National Council for Hospice
and Palliative Care Services
WHO-OMS 1990, which was sub-
sequently modified by the Minis-
terial Committee on Palliative
Care of 1999, palliative care is still
that care that is intended to im-
prove quality of life rather than to
control the course of the illness. In
addition, palliative care upholds
life and sees dying as a natural
event; neither accelerates nor de-
lays death; provides for the relief
of pain and other disturbances; in-
tegrates the psychological and
spiritual aspects of assistance;
helps patients to live in an active
way until their deaths; and sup-
ports the family during the illness
and during mourning. Further-
more, palliative care is charac-
terised by the overall character of
the intervention which, because its
objective is the quality of life that
remains, is not confined to the con-
trol of physical symptoms but also
extends to psychological, relation-
al, social and spiritual support; a
positive appreciation of the re-
sources of the patient and his or
her family in addition to those of
the social context to which they
belong; the multiplicity of the pro-
fessional and non-professional fig-
ures that are involved in the plan of
care; full respect for the autonomy
and values of the sick person; a
strong integration into, and full
membership of, the network of
health care and social services; the
intensity of the forms of care,
which, indeed, must be able to pro-
vide rapid and effective answers to
the changing needs of the patient;
continuity in care until the last mo-
ment of the sick person’s life; and
the high quality of the services that
are provided.

One of the subjects that is most
discussed within the scientific
community relates to the identifi-
cation of the most suitable mo-
ment to begin forms of palliative
care. According to a strictly med-
ical point of view, such forms of
care should be begun when the
therapies designed to control the
course of the illness are no longer
effective and it is no longer realis-
tic to prolong the life of the pa-

tient: such forms of care have the
principal task of improving quality
of life. This means the control of
pain in its various aspects, of the
physical disturbances that accom-
pany the advance of the illness,
and the offer of psychological sup-
port to the sick person and to his or
her family relatives, with the aim
of avoiding their isolation and
loneliness and reducing their spiri-
tual suffering.

Another point of view in this
field is directly derived from ob-
servations and calculations that
have an epidemiological origin:
beginning with the assumption of
a hypothesis as to the future that
can be generally shared and which
envisages that for the period 1990-
2020 there will be a progressive
increase in the proportion of the
population that will be over sixty-
five years of age, it may be esti-
mated that there will be a propor-
tionate increase in the number of
chronic-degenerative pathologies
that will affect the quoad vale-
tudinem rather than the quoad vi-
tam of a large part of the world’s
population. In other terms, it is
plausible that an increasingly large
number of people will be affected
by chronic pathologies whose
epiphenomena could compromise
their quality of life. On the one
hand, these considerations require,
at the level of health care policy,
the drawing up of new strategies
directed towards provide new and
suitable responses to new emerg-
ing needs; on the other, they justify
a return (which is already under-
way) to the original philosophy
and the initial impulse of palliative
care, which is beginning to be ap-
plied not, as was previously the
case, only to terminal cancer pa-
tients or cancer patients who are
about to be terminal, but also to
those patients affected by grave
pathologies that involve a current
and future decline in the quality of
life that remains to them.

Palliative care, therefore, is ad-
dressed in an active and total way
to patients afflicted by an illness
that is not necessarily or exclusive-
ly oncological in character, which
does not respond in a total way to
specific forms of treatment, and
whose direct and ultimate conse-
quence is death. The control of
pain, of other symptoms and of

psychological, social and spiritual
aspects, is acknowledged as being
of fundamental importance and the
fundamental purpose of palliative
care lies in achieving the best pos-
sible quality of life for patients and
their families. Quality of life is a
concept that is directly derived
from that definition of health
which holds that health must be
understood not only and no longer
as the mere absence of illness but
as a state of complete physical,
mental and social well-being. Sup-
plementing the definition of the
World Health Organisation with a
holistic vision of man, one can
state that to these aspects should
be added the spiritual dimension,
adding the conclusion that quality
of life is a subjective perception
that an individual has of his or her
own position in life, within the
context of a culture and a set of
values within which he or she
lives, in relation as well to his or
her own goals, hopes and con-
cerns. Quality of life thus involves
a homeostatic and dynamic con-
cept with a broad spectrum of
meaning that can be modified in an
overall way by the subjective and
contingent perception of one’s
own physical and psychological-
emotional health, by one’s level of
independence, by one’s social rela-
tions and interactions with one’s
specific environmental context, in-
cluding the capacity of the patient
to attend to his or her normal daily
activities, the management of his
or her own social roles, alteration
in cognitive capacities, the psy-
chological symptoms connected to
his or state of illness, social and fa-
milial support and the socio-eco-
nomic consequences of his or her
illness. It is thus possible to state
that the concept of quality of life is
a highly individual concept. In-
deed, if on the one hand some pa-
tients are more worried about
physical symptoms such as pain,
in others greater attention is fo-
cused on the specific impact of
their illness on their daily lives. Yet
others may be worried by the un-
certainty of their situation because
of religious or spiritual beliefs of
because of the impact of their ill-
ness on their family relatives. The
point of view of the patient is of
fundamental importance and can
differ from the point of view of the
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medical doctor or of the family rel-
atives who are looking after him or
her. A large number of scientific
studies have identified a minimum
common denominator in oncologi-
cal patients: the need for commu-
nication with their families and
medical doctors in order to address
the disability, the pain, the worry
and the depression that are con-
nected with their illness. Very re-
cent research has shown that such
worries and needs are even greater
in chronic patients during a specif-
ic stage of their illness, and this
confirms the previous point. For
this reason as well, at the present
time there is agreement on the
need to begin certain palliative
measures earlier on in the course
of the illness and at the same time
as the etiological treatment that is
administered.

From this point of view, the
home of the patient as a place of

care seems to correspond best to
this objective, as also emerges
from inquiries carried out into the
sick people themselves. Indeed,
hospitals are increasingly directed
towards taking care of acute cases
in order to up-date forms of treat-
ment that have already been ap-
plied and towards the return of the
patient and his or her circle to their
most normal context. It is interest-
ing to observe here that this con-
cept is described in a complete and
clear way with other words in the
Charter for Health Care Workers:
‘A terminally ill person should be
given whatever medical assistance
helps us to alleviate the pain ac-
companying death. This would in-

clude the so-called palliative or
symptomatic treatment... In this
way human dying is withdrawn
from the phenomenon of “being
overtly medicalized”, in which the
terminal phase of life “takes place
in crowded and activity-dominated
environments, controlled by med-
ical health personnel whose princi-
pal concern is the biophysical as-
pect of the illness”. All of this “is
being seen increasingly as disre-
spectful to the complex human
state of the suffering person™ (n.
117).

A personal alternative to being
admitted to hospital is the hospice,
a structure that is in general of
small dimensions, which is able to
accommodate about ten patients,
in which the human relationship
and psychological support are em-
phasised and health care action is
in large measure directed towards
the adaptation of the therapeutic

protocols. But to a large extent this
is an option that is limited. A hos-
pice has structural characteristics
and organisational forms that are
specific to it and are different from
those of hospital wards. It also has
certain requirements that are held
to be fundamental: it should be lo-
cated in a protected area, be easy
to get to and accessible, assure re-
spect for the dignity of the patient
through comfortable areas with
special purposes, together with a
personalisation of the rooms and
the creation of living conditions
that are similar to those of the pa-
tients” homes, engage in a search
for solutions that facilitate sur-
rounding comfort and psychologi-

cal well-being with shared areas
for socialisation, have the possibil-
ity of accommodating family rela-
tives, assure spiritual assistance
where this is requested, care for
the person, and promote activities
involving entertainment and the
provision of company. The philos-
ophy of assistance of the hospice
has remained coherent over the
years: ‘the hospice believes in the
importance of offering individual
assistance, human contact and an
interdisciplinary and multidiscipli-
nary approach by a group of dedi-
cated ad hoc workers. The hospice
did not arise to meet all the re-
quests for assistance and sees its
goal in the implementation of a
model of accompanying that is in-
creasingly suitable and able to sen-
sitise society and other health care
institutions to the needs of these
patients with the purpose of draw-
ing up responses that are increas-
ingly appropriate’.

In palliative care, reference is
made to ‘total pain’ in order to em-
phasise its multidimensional char-
acter and to stress that pain cannot
be treated without reference to its
many aspects — the physical, the
social, the psychological and the
spiritual. The schema of total pain
underscores the need for a multi-
disciplinary team that is well suit-
ed to meet a spectrum of extreme-
ly broad and variegated needs.
Amongst these, stress should be
laid on the need for spiritual assis-
tance. Depending on the response
on the person involved, this could
become a pathway of faith: ‘the
wounds of the spirit must be cared
for, the patient must be accompa-
nied in the search for the meaning
of what he or she is experiencing,
he or she must be helped to take
appropriate ethical decisions, and
in a way that respects his or her
own way of living, his or her reli-
gious beliefs, and makes possible
the practical expression of his or
her faith’.

However, and the point should
be stressed again, the home con-
text should be favoured. Because
the needs of this context are of a
different nature, it is advisable to
address them by using the specific
skills and instruments of various
professional figures: a multidisci-
plinary team should carry out peri-
odic or urgent visits according to
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the requirements that arise. In ad-
dition, the team should seek to
help in the control of physical dis-
turbances through the work of peo-
ple who are experts in palliative
medicine, supplemented by those
who are entrusted with psycholog-
ical, social and spiritual support
for the patient and his or her fami-
ly. At a more detailed level, the
medical doctor should install,
identify and maintain communica-
tion with the family leader; in ad-
dition to engaging in nursing tasks,
the nurse should control the effica-
cy of the therapies that have been
prescribed, detect the presence of
new symptoms or needs felt by the
patient, support the family rela-
tives, and assess the need to in-
volve voluntary workers (volun-
tary workers have an important
role through their collaboration
with the team in giving the sick
person and his or her family not
only psychological help but also
concrete and practical help. The
Holy Father, at the time of the au-
dience granted to those taking part
on the nineteenth international
conference of the Pontifical Coun-
cil for Health Pastoral Care, de-
fined their action in the following
way: ‘a valuable contribution
through which, with their service,
they give life to that creativity of
charity that infuses hope in the bit-
ter experience of suffering as
well’); the voluntary worker has
the task of keeping the patient
company and replacing the family
relatives for a few hours each day,
and he or she is trained in active
listening to the patient and the use
of techniques of distraction and
entertainment — the voluntary
worker is also involved in the pro-
vision of support to the family rel-
ative during the period of mourn-
ing; the co-ordinator of the volun-
tary workers should organise the
selection and the training of those
who aspire to such responsibilities
and allocates patients to them; the
psychologist should support the
team and train and supervise the
voluntary workers; the social
worker should identify and act in
relation to the needs of assistance
that may arise in relation to the pa-
tient and his or her family. The
consultation of specialists in nutri-
tion and rehabilitation is also en-
visaged on request.

In this way, the sick person and
his or her family become the cen-
tre of attention of the various spe-
cialists who work together in a co-
ordinated way.

One of the more relevant con-
temporary problems in the field of
palliative care is the inability to
provide adequate care even though
such care is available. The genesis
of this modern paradox is to be
found in a series of cultural and
ideological barriers that, when we
look at them closely, obstruct, and
often in an insurmountable way,
the achievement of the primary ob-
jective of palliative medicine and
hinder the patient and his or her
family relatives from living out
this period of their lives with dig-
nity and quality. Of emblematic
relevance here is the prejudice
against the employment of oppi-
oids. This is to be attributed to a
series of barriers and beliefs that
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are very often based upon incom-
plete and out of date scientific and
ethical knowledge. In daily profes-
sional life, one often encounters
objections to the use of morphine
and oppioids that are motivated by
the erroneous belief that some reli-
gions prohibit the treatment of
pain. Here we should remember
what the Charter for Health Work-
ers, published by the Pontifical
Council for Health Care Workers,
says on the subject in its section
entitled ‘The Use of Painkillers for
the Terminally I1I’: ‘Among the
medicines administered to termi-

nally ill patients are painkillers.
These, which help to make the
course of the illness less dramatic,
contribute to the humanisation and
acceptance of death. This, howev-
er, does not constitute a general
norm of behaviour. “Heroic be-
haviour” cannot be imposed on
everyone. And, very often, “pain
diminishes the moral strength of
the person: sufferings “aggravate
the state of weakness and physical
exhaustion, impending the im-
pulse of the spirit and debilitation
the moral powers instead of sup-
porting them. The suppression of
pain, instead, brings organic and
psychic relief making prayer easi-
er and enabling one to give oneself
more generously”. “Human and
Christian prudence suggests the
use for most patients of medicines
which alleviate or suppress pain,
even if this causes torpor or re-
duced lucidity. With regard to
those who are unable to express
their wishes, one can reasonably
suppose that they wish to take
painkillers and these can be ad-
ministered according to medical
advice”... First, their use might
have the effect of not only alleviat-
ing pain, but also of hastening
death. When “‘proportionate rea-
sons” so require, ““it is permitted to
use with moderation narcotics
which alleviate suffering, but
which also hasten death.” In this
case ‘“death is not intended or
sought in any way, although there
is a risk of it for a reasonable
cause: what is intended is simply
the alleviation of pain in an effec-
tive way, using for that purpose
those painkillers available to med-
icine”... The right to life is speci-
fied in the terminally ill person as
“aright to die in total serenity, with
human and Christian dignity.””’
These principles and notions were
proclaimed by two Popes: Pius XII
and John Paul II, in 1957 (Pius
XI1I, “To an International Assembly
of Doctors and Surgeons, Feb. 24
1957°, in AAS 49 (1957), pp. 144-
147; “To the Participants at a Con-
gress on Neurophyschopharma-
cology, Sept. 9, 1958, in AAS 50
(1958), p. 694) and 1984 (John
Paul II, ‘To the Participants at the
Congress of the Italian Association
of Anesthesiology, Oct. 4 1984, in
Insegnamenti VI1/2 (1984) p. 749,
n. 2; “To Two Work Groups Set up
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by the Pontifical Academy of Sci-
ences, Oct. 21 1985’, in Insegna-
menti VII/2 (1985) pp. 1082-
1084, n. 4).

In the encyclical Evangelium Vi-
tae, lastly, there is a summary of
the traditional doctrine on the licit
and at times incumbent use of
painkillers in a way that respects
the freedom of patients who must
be placed in the position, to the ex-
tent that this is possible, to ‘satisfy
their moral and family duties, and
above all they ought to be able to
prepare in a fully conscious way
for their definitive meeting with
God’ (n. 65). On the other hand,
whereas one should not deprive
patients who so need it of the relief
produced by painkillers, their use
must be effectively proportionate
to the intensity and the treatment
of pain, with the avoidance of
every form of euthanasia through
the administration of large doses
of painkillers with the specific aim
of bringing about death.

It should be said that a good pal-
liative care doctor must also be
well informed about, and a good
disseminator of, knowledge of this
kind which at times is as useful as,
and even more useful than, many
laws which, on the basis of these
beliefs, remain dead letters and do
not combat a great deal of useless
and unwanted pain. It is advisable
to remember that pain not only de-
creases quality of life but also pro-
vokes further physical harm to the
patient because of the immobility,
insomnia and worry that it gener-
ates. In contrary fashion, the effec-
tive control of pain can lengthen
life expectancy, even though this is
not a specific objective of pallia-
tive care.

A hypothesis that is shared but
difficult to apply involves pallia-
tive care beginning on the basis of
needs and before the clinical situa-
tion becomes difficult to manage.
The hope is that palliative care will
be applied more broadly and also
outside specialised teams, pallia-
tive care services and hospices.
What, then, should be done? An
ageing population displays new
needs and requires a health service
that is equally flexible in its moni-
toring and its responses. Tradition-
ally, palliative care has been di-
rected towards, and associated
with, cancer patients, and this has

induced the perception that its
sphere of action covers only the
last weeks of life, that it is the ex-
clusive responsibility of specialist
teams, and that it is engaged in
when aetiological forms of treat-
ment are no longer effective. In re-
ality, patients and their families en-
counter a large number of prob-
lems during the course of many
years of illness and require assis-
tance well before the period of
time that is usually indicated. In an
approach that is consistent with
current and future scenarios, the
concept of the location in time of
the forms of palliative care that are
provided only during the final
stage is no longer consistent with
what is proposed by the large num-
ber of situations where patients
need care immediately after the di-
agnosis until the final moment of
their lives. Seen in such terms, it is
evident that forms of palliative
care should go side by side with
potentially aetiological therapies
and are more suited to the needs of
the elderly population but also
those of the younger population af-
fected by chronic advancing
pathologies. If it is true, as indeed
it is true, that every individual has
the right to receive the best forms
of care and treatment possible dur-
ing his or her illness and to die
with dignity, free from pain and in
harmony with his or her religious
and spiritual beliefs, then it is right
to posit, following the ethical prin-
ciples of justice, equality and fair-
ness, that palliative care should be
extended to all those people who
have the same needs, even though
they are not suffering from cancer.
Other important ethical principles
are those connected with the form
of supply, choice and implementa-
tion of care by the sick person. A
very sick person or a person af-
flicted by a grave chronic patholo-
gy should be respected in relation
to his or her beliefs and his or her
values. Such people vary greatly
both as regards their readiness and
their capacity and will to speak
openly about their illness and its
prognosis, about the needs that
they would like to see satisfied,
about the level of the control of
symptoms that is thought to be ad-
equate, about the measures that
they would like to see implement-
ed, and about who they would like

to be treated by. Health care work-
ers should take these aspects of the
individual and his or her family
very much into account and should
involve patients in the decision-
making process. This requires sen-
sitivity to the person and his or her
values, empathy, the capacity to
communicate with people, and to
involve people, where they so
wish it, in choices about their
forms of care and treatment. In this
area, an increasing amount of re-
search demonstrates that patients
prefer to share in the decisions
about the palliative care they re-
ceive. Most studies have shown
that about 75% of those inter-
viewed would prefer to die in their
own homes, whilst amongst the
chronically ill a percentage of be-
tween 50% and 75% expressed a
preference for home-based care.
Their family relatives and friends,
with much lower percentages, pre-
fer hospital-based care and treat-
ment.

It is known to everyone that the
structural development of contem-
porary society involves the pres-
ence of some groups of so-called
vulnerable people who do not find,
among other things, suitable re-
sponses to their needs or equal ac-
cess to palliative care. In this field,
the paradox of elderly people who
do not have access to hospices or
services of palliative care to the
extent that they would want is typ-
ical. In addition, there is consider-
able evidence of an underestima-
tion and inadequate treatment of
symptoms such as pain in hospitals
and health care structures, which,
indeed, constitute the principal
context of care for elderly people
during the last years and months of
their lives. Children and adoles-
cents are a special group because
of the devastating and debilitating
impact of their deaths on families.
In this case, the role of those pro-
viding palliative care is central in
the attempt to avoid useless suffer-
ing, in sensitive communication
and in the avoidance of future re-
morse on the part of relatives
about the choice of forms of care,
which, in itself, can cause suffer-
ing.

This is another one of the prima-
ry tasks of modern palliative care,
together with the need to know
about the cultural diversities of
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contemporary society which in-
volve major variables between and
within cultural groups: the level of
autonomy that is desired, the wish
to know the truth, and the way in
which death and the rituals that ac-
company death are perceived.

Conclusion

A resolution of a legal commit-
tee of the European Parliament
that was adopted in 1992 contains
the following words: ‘many deci-
sive advances have been made in
this field. But a great deal still re-
mains to be done, especially as re-
gards spreading and extending
methods that have already been ef-
fectively tried and tested. The task
is great because many obstacles re-
main: the absence of a health care
policy towards pain, the shortage
of training in relation to health care
personnel and those that deal with
public health care, the fear that the
medical use of morphine and other
oppioids can be in opposition to
the laws on drugs, the lack of the
availability of anti-pain pharma-
cies, the low professional level of
medical doctors in prescribing
painkillers, the lack of economic
resources for research and devel-
opment in the field of palliative
care, and a widespread cultural at-
titude that rejects death as a taboo
and thus neglects to engage in ef-
forts to address death and to hu-
manise it’.

In other terms, as a form of re-
spect for the individual and his or
her dignity, the reduction of, or at
least the making bearable of, his or
her suffering is indispensable. It
should be understood first and
foremost to what kind of suffering
reference is being made: the suf-
fering of the sick person or the suf-
fering of the people near to him or
her or his or her family relatives. A
gravely ill person changes the
lives, the careers and the work of
the people that in various ways are
connected to that patient. In addi-
tion, it should be remembered that
those who feel that they are near
death experience suffering that is
not only physical in character: they
feel the loneliness of being without
company during a difficult journey
towards the unknown, and it is
then, like no other time, that they

would like to hold the hand of a
friend, that they would like to hear
the affectionate words of people
they love, that they would like the
comfort of a religious promise. In-
stead, they often become a number
in a room in a hospital — those who
really care for them should not
leave them on their own.

And to support this I would like
to conclude with the words of the
Holy Father to be found in his
apostolic letter Salvifici Doloris
(8): ‘In itself human suffering con-
stitutes as it were a specific
“world” which exists together
with man, which appears to him
and passes, and sometimes does
not pass, but which consolidates
itself and becomes deeply rooted
in him. This world of suffering, di-
vided into many, very many parts,
exists as it were “in dispersion”.
Every individual, through person-
al suffering, constitutes not only a
small part of that “world”, but at
the same time that “world” is pre-
sent to him as a finite and unre-
peatable entity. Parallel with this,
however, is the interhuman and
social dimension. The world of
suffering possesses as it were its
own solidarity. People who suffer
become similar to one another
through the analogy of their situa-
tion, the trial of their destiny, or
through their need for understand-
ing and care, and perhaps above
all through the persistent question
of the meaning of suffering. Thus,
although the world of suffering
exists “in dispersion”, at the same
time it contains within itself a sin-
gular challenge to communion
and solidarity’.

Independently of his or her race,
culture or religion, every suffering
individual who makes this request
is deserving of our engaging to-
gether with him or her in this chal-
lenge in the name of the centrality
of man, for the defence of his dig-
nity and his life, as, indeed, the
Holy Father emphasised on the oc-
casion of the audience granted to
the participants at the nineteenth
international conference of the
Pontifical Council for Health Pas-
toral Care, 12 November 2004:
suffering, old age, the state of be-
ing unconscious, and the immi-
nence of death do not diminish the
intrinsic dignity of the person, who
is created in the image of God.

Medicine is always at the service
of life. Even when it is not able to
combat a grave pathology, it de-
votes its energies to reducing suf-
fering. To work with passion to
help patients in all situations
means to be aware of the inalien-
able dignity of each and every hu-
man being, even in the extreme
conditions of terminal health.
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5. Palliative Care: Dignity for the Dying

In the last century modern
medicine made it possible to pre-
vent and treat illness. Neverthe-
less, since the beginning of hu-
man existence people are born
and people will die. A hundred
years ago mean FEuropean
longevity was 49 years. More
than 50% of the population died
before the age of 20. Today, in
the industrialised world, more
than half of us will reach the age
of 80 years or more, and children
account for fewer than 1% of all
deaths.

During the last century birth
and death became institution-
alised. In all previous epochs, the
home was the major arena of
birth and death. In the 20" centu-
ry, in all developed industrial na-
tions, these events underwent a
radical transfer to health-care in-
stitutions.

These changes have yet to
reach most of Africa, Asia and
Latin America, where the situa-
tion is still similar to that in Eu-
rope 100 years ago.

These demographic and social
changes have had, and will in-
creasingly have, a radical influ-
ence on all parts of society and
on individual lives. Fewer chil-
dren are being born. Mankind is
getting radically older. In the
year 2050 in many European
countries, more than 35% of the
population will have reached age
65, compared with 20% today.
The number of persons aged 80
years or more will have in-
creased by more than 100%. The
number of persons over 90 years
old will increase by more than
1,000%. In Italy, for example, it
is estimated that the population
will be 25% smaller in 2050,
50% smaller in 2100.

The transfer of death from the
family to institutions is in my

opinion the most radical social
change of the last 100 years.
Why? Previously, all families —
children, adults or the old — had
personal experience of birth, dy-
ing and death. Through this ex-
perience they knew that life is
transitory, and that death is a cen-
tral part of life. The presence of
death at home and in everyday
life was also a major reason for
personal involvement in religion,
art and philosophy. Today death
is present in the minds and every-
day life of our children, but in a
different way. Through the media
and television they will experi-
ence death and dying thousands
of times in their childhood, but
only the dramatic death: acci-
dents, catastrophes, violence,
murder, terror and war. On the
other hand, hardly any of our
children have  experienced
grandmother peacefully dying at
home, with sufficient care from
her closest, loving family, as in
earlier times.

Modern medicine is a conse-
quence of the modern society.
The main goal of modern medi-
cine is to use the knowledge won
from medical experience and re-
search to prevent illness and re-
store health. Progress has been
enormous, but has had its cost.
One obvious cost is the explo-
sion of the healthcare budget.
Equally obvious are the prob-
lems facing end-of-life situa-
tions, where continuation of life-
prolonging treatment is connect-
ed with exploding costs and pro-
longed suffering of the patients.
Several publications indicate that
more than half of the costs of
healthcare service in a person’s
lifetime are spent in the final 6
months of their life.

Like birth, dying means a
struggle with major distress, pain

and other troublesome symp-
toms. The difference is the dura-
tion and the motivation. Birth
lasts hours and is connected with
the strongest positive motivation
of all: to give life to a child. The
mother knows that her suffering
will end with the birth. Dying
lasts hours, days, months or
years, and is often connected
with fear, isolation, existential
and spiritual crises, lack of com-
munication, denial, grief and
prolonged, unrelieved suffering.
This is the genesis of the mod-
ern hospice movement and of
palliative care. During the mid-
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dle of the last century Dame Ci-
cely Saunders and other pioneers
like Balfour Mount and Elisabeth
Kiibler-Ross increasingly fo-
cused and published on ‘dignity
for the dying’. The central mes-
sage of this development has
been acceptance of death as a
part of life, availability of suffi-
cient pain and symptom control
when the patient needs it, open
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and skilled communication with
patients and relatives concerning
the impending death, psychoso-
cial and spiritual support for pa-
tients and relatives.

The central message from pal-
liative care is: When nothing
more can be done, there is enor-
mously much to offer.

1968 Dame Cicely Saunders
opened the first modern hospice,
St. Christopher’s Hospice in
London, following the first pal-
liative care unit, in Montreal
1972 (Balfour Mount). In 1989
the European Association for
Palliative Care — EAPC — was
founded in Milan. Today all Eu-
ropean countries have hospice
and palliative care programs, and
they are increasingly spreading
to all parts of the world.

The lesson learned from pallia-
tive care is that pain and suffer-
ing is a central challenge to the
dying and their caregivers. More
than 60% of cancer patients and
50% of patients with other diag-
noses will face severe suffering
in their last days, weeks or
months of life. In most situations
this suffering was ignored or in-
sufficiently treated.

There are four main reasons
for this malpractice:

— The fear and denial of death.

— Lack of competence — and
the fear and myths regarding use
of morphine.

— Lack of resources.

— The legalisation of euthana-
sia.

The fear and denial of death

Since the beginning of human
existence man has feared the end
of life. Today this fear is connect-
ed with denial. In the industri-
alised world many, if not the ma-
jority, live as if death and dying
did not exist. This development
is strongly supported by the insti-
tutionalisation of death and a be-
lief, almost a new religion, that
modern medicine and science
can answer all questions. Med-
ical schools hardly mention dy-
ing and death. Doctors learn to
identify illness and promote
health. Most of them feel more
than helpless when their patients

are dying. How can the dying re-
ceive palliative care when the
healthcare system denies death’s
very existence?

Lack of competence,
and the myths about morphine

Palliative care can provide
proper pain and symptom con-
trol, skills in communication and
ethics, psychosocial and spiritual
support to the dying. But this
competence and these skills must
be taught to, learned by and ex-
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amined in students in medicine,
nursing and other healthcare pro-
fessions. Even now, only a small
minority of the universities and
medicine faculties teach, practice
and examine in palliative care.

A key question is the myths
about morphine. Morphine has
been described as: God'’s gift to
mankind. Good palliative care is
unthinkable without the skilled
use of morphine, allowing the
dying to go on living with good
pain and symptom relief in their
remaining days. The suffering
terminal patient will not experi-
ence the problems of addiction.
In these situations morphine will
not shorten life, au contraire it
will give the patient strength to
live. When it is used with skill,
the patient’s quality of life will
improve without negative influ-
ences on the mind.

Lack of resources

In the industrialised countries
the majority of the dying will be
80 years or older. These old pa-
tients will at the end of their lives
face denial of death and aggres-
sive medical treatment in the
hospitals, the only consequence
being prolonged suffering before
death at high personal and
healthcare cost. They would
have the best quality of life in
their final years in their homes or
in nursing institutions, but these
options are more than often poor-
ly organised or not available.
This development is strongly ag-
gravated by the facts that fami-
lies are choosing to live apart and
the birthrate is rapidly falling.

Mercy Kkilling - Euthanasia

A major challenge in the well-
developed industrial countries is
the rapid development of legali-
sation of mercy killing or eu-
thanasia. Today euthanasia, or
physician-assisted suicide, is le-
galised in the Netherlands, Bel-
gium and Switzerland, and in
Oregon in the United States.
More nations are expected to fol-
low. The number of persons re-
ceiving euthanasia in the Nether-
lands each year is estimated to be
4,000, 3,000 of them on request.
About 1,000 persons receive eu-
thanasia without request. If all
European countries developed
the same practice as in the
Netherlands, 250,000 persons in
Europe would receive euthanasia
each year, among them 60,000
without request. These figures
are especially worrying because
in the coming decades all Euro-
pean countries will face rapid
ageing, with exploding costs of
acute health care, and very limit-
ed resources for proper care for
the weakest old people. The ma-
jority of persons receiving eu-
thanasia without request are el-
derly patients, who, because of
unconsciousness, illness or de-
mentia, are unable to speak for
themselves.

The postponement of human
aging raises difficult questions
for public funding and social
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ethics. Is it immoral for the old to
want to go on living? Is euthana-
sia, as practiced in the Nether-
lands, Belgium and Switzerland,
an act of mercy or simply soci-
ety’s answer to the burden of get-
ting ill, frail and old?

And what about the severely
ill, starving or dying in the third
world? In most countries in
Africa, Asia and Latin-America
hospitals and acute wards are
rare. The suffering and severely
ill are cared for in their homes,
and access to professional care,

nurses, doctors, food and the re-
lieving drugs is often non-exis-
tent or extremely limited. On the
other hand, in these cultures
birth, life, dying and death are to-
tally integrated into the family,
where they share what they have
and give care and love to their
frail or dying.

Palliative care, with its physi-
cal, psychosocial, spiritual and
ethical perspectives should be of-
fered to all of us, when our time
has come, for aging, terminal ill-
ness, frailty and death, when we

face suffering, loneliness or lack
of care, whether we have fami-
lies or not. The central question
for all societies is how the weak-
est should be cared for.

Birth, life, dying, grief, love,
afterlife and religion are not only
connected, they are the key ques-
tions of our existence.

Dr. STEIN BORGE HUSEB®
Head of the Department Geriatrics
and Palliative Care,
Bergen-Sandviken,

Norway.
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6. Euthanasia — What it is and What it is not

Euthanasia is the deliberate ad-
ministration of a drug with the
purpose (intention) of bringing
about the death of a patient at
his/her competent and persistent
request. When the patient takes
the prescribed lethal medication
without help, the term ‘physician
assisted suicide’ is used. Howev-
er, this is inextricably linked to
euthanasia because, if the patient
for some reason cannot take the
drug unaided, then they will re-
quest assistance. Additionally if
the attempt to kill oneself
through swallowing a lethal dose
of drug, usually barbiturate, fails,
then the patient is killed with a
lethal injection.

Other terms, such as non-vol-
untary, involuntary and passive
euthanasia, are used to describe
the process of end of life deci-
sions making, but the term vol-
untary euthanasia should be
strictly reserved for the deliber-
ate needing of a life at a specified
and predicted time according to
the definition above. It is mis-
leading to attach the word eu-
thanasia to these other situations.
Involuntary euthanasia is the
killing of a patient without their
request — it is murder or
manslaughter depending on the
circumstances; it was practiced
by the Nazis in the early 1930s
when those with mental illness
and disability were ‘relieved of a
life not worth living’. Non-vol-
untary euthanasia is the ending
of a life at the explicit request of
another — usually a close relative
— but without the explicit request
of the patient because they lack
competence; again this is
manslaughter.

Passive euthanasia is the most
misleading of all the terms as it
implies that the withdrawing or

withholding of treatment always
has the intention to cause death.
However, this is a very different
scenario when a patient is grave-
ly ill; the disease process is tak-
ing them inexorably towards
death. The stopping of medica-
tion may not bring about their
death — indeed it may surprising-
ly result in a clinical improve-
ment. It its worth remembering
that during the doctors’ strike in
Israel, the death rate went down!
Every clinician will recall pa-
tients who were thought to be im-
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minently dying and surprisingly
rallied the following day, just as
there are many who seem to have
a life expectancy of some weeks
and suddenly die. The decision
to withhold medication is taken
on the balance of harms — if the
considered intervention is pre-
dicted to be more burdensome or
risky than it predicted benefits,
then it should not be given. Such
predicted balancing of benefits
against risks and burdens re-

quires consideration of the prin-
ciple of justice, since with limit-
ed resources the use of an inter-
vention on one patient may de-
prive another who has a greater
chance of benefiting. Such is the
decision that clinicians face
when there are limited numbers
of ventilators or other high tech-
nology or expensive intentions
and brings the debate over end of
life decision making into the are-
na of rationing. Although the out-
come may be the same as in eu-
thanasia — the patient’s death —
the fundamental intention is dif-
ferent and the decision making
process is very different. Howev-
er, even ceasing ventilation can
sometimes result in the patient
surprisingly starting to breathe
spontaneously.

Some philosophers and ethi-
cists disagree with this analysis,
but theory and practice are differ-
entiated by the subtleties of the
clinical decision making process,
not only the outcome. It can be
useful to think about a patient as
travelling down a path towards
death. If treatment is withheld or
withdrawn at point A the patient
is predicted to die but the time is
uncertain — it may occur at point
B, C or D in the diagram below.
So, the true prognosis cannot be
accurately predicted, the disease
is progressing and intervention
may (or may not) alter course to-
wards death. However if eu-
thanasia is practiced the patient
will certainly be dead within the
time from giving the drug at time
A and the predictable end-point
of death at E. The sole purpose of
the euthanasia is to kill the pa-
tient at their competent and per-
sistent request; there is no room
for life to continue.
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So, euthanasia is not the with-
drawing or withholding of treat-
ment that has no purpose and af-
fords no benefit to the patient as a
person. The patient may live for a
long or a short time after the de-
cision, until natural death occurs,
due to the underlying disease
process. But, euthanasia is the
deliberate administration of a
lethal dose to cause certain death
at a set time.

Different phrases have been
used by advocates of euthanasia,
as euphemisms for the process.
‘Death with dignity’ implies that
the only way a person can die
with dignity is to have euthana-
sia, yet the palliative care move-
ment has been striving to try to
ensure that everyone has a digni-
fied natural death. The term
‘right to die’ has been used to de-
scribe the demand for a change in
the law to permit euthanasia —
however everyone will die in-
evitably so this is a universal
‘right” — the advocates of eu-
thanasia are asking for the right
to be killed.

The term ‘assistance in dying’
has been used to describe the
process — indeed it is in the title
of the Bill — The Assisted Dying
of the Terminally 11l Bill — cur-
rently before the UK Parliament
at present. But, as the Royal Col-

lege of Nursing have pointed out
in their oral evidence to the
House of Lords Select Commit-
tee that has been set up to exam-
ine this Bill, those in palliative
care are like midwives. A mid-
wife is present at birth to assist
the natural process. Similarly at
death the palliative care team are
there to ease the natural process,
not hasten it or defer it.

Prognosis prediction is notori-
ously difficult. All doctors have
had patients under their care who
look as if they are dying soon,
but make a dramatic recovery,
sometimes to live for months or
years. Others who look as if they
will live for months are dead in
days or weeks. Any prognosis
prediction based on probabilities
is just that — it is a best guess
from the data available but there
is no accurate way of predicting
the prognosis of a patient, even
those with advanced cancer. In
those with neurological disease
or cardiac disease, it iS even
harder to even hazard a guess at
life expectancy. Work by Paul
Glare in Australia has demon-
strated just how inaccurate prog-
nosis prediction can be, even in
advanced cancer.

When a euthanasia request is
made it is crucial to be certain
that the patient is not under

duress and therefore that they are
competent to make such a re-
quest. For consent to any inter-
vention to be valid, it must be
voluntary. The patient must be
fully informed of the process and
possible outcomes, including
complications and must be able
to understand the implications
for him/herself and for others.
There must be no distortion of
thinking through depression,
drugs etc. and the patient must be
able to communicate the request.

Thus the very people that may
be considered to be the most like-
ly to ‘warrant’ euthanasia in soci-
ety’s eyes are the very people
who are not eligible as they can-
not make a valid, competent re-
quest. How often does one hear
it said ‘you would not let a dog
be like that’ of a patient who is
demented or profoundly psychi-
atrically disturbed. But people
are not dogs and those with im-
paired competence are the most
vulnerable in our society and
need to be protected form harm
inflicted by self or others.

The way that a clinician, be it
the doctor or nurse, communi-
cates with a patient gives a very
powerful message about the fu-
ture for that patient. The patient is
extremely dependent on the clini-
cal team: they are the source of
most information about the dis-
ease, are the ones who can pro-
vide adequate symptom relief if
they have the knowledge and can
be the access to all sorts of treat-
ment. So the unequal position of
power should not be underesti-
mated. Unfortunately many clini-
cians have not had adequate com-
munication skills training and are
not as skilled as they should be at
entering into two way dialogue
with patients. Many spend far to
much of the time in a consolation
talking to the patient rather than
listening to the patient’s con-
cerns; as a rule of thumb it is
worth remembering that whoev-
er provides a support service
should listen for about 80% of
the time and speak for only about
20% of the time on average in a
consultation — the commonest
complaint of patients is that they
were not listened to. The culture
of an institution also alters com-
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munication. In those teams
where there is open communica-
tion, then communication with
patients seems to be better.
Those health care professionals
who are able to talk about their
own death are more comfortable
talking with patients about death
and dying — they are more able to
allay fears and address concerns.

GNANUST ENT]N
ANN AR@S«Q

Patients who desire death often
cite fear of being a burden to oth-
ers as their main reason. This
concern was exemplified by a
group of patient in a study dis-
cussing issues of spirituality in
advanced disease. They did not
want to be a burden to their fam-
ily. As one woman said: ‘They
have to live with it after you have
gone and that’s the hardest, what
you have burdened them with is
what they will remember’.

This concept of the family hav-
ing to live with the memories
they have of person as a patient,
rather than when they were fit
and healthy, is also very strong
and motivates many to struggle
on, not disclosing that they need
additional help and support. An-
other woman described: ‘My boy
said — Why are you always
laughing, why are you always
smiling? — I said — Because I
don’t want you to remember me
as miserable. I want you to re-
member me laughing and smil-
ing’

The burden of being ill weighs

heavily on some patients, creat-
ing a sense of isolation: “You find
you can’t talk to your family
about your illness because they
can’t handle it. It becomes a bur-
den that presses you down some-
times that you just want to
scream and shout and tell them
how you really feel. But you
can’t because they just can’t cope
with it. They are just about hang-
ing on as itis’.

Dignity has been defined, by
the founder of the modern hos-
pice movement Cicely Saunders,
as having a sense of personal
worth. A perception of loss of
dignity has been associated with
desire for death as demonstrated
by the work of Harvey Chochi-
nov. Those patients reporting
moderate or severe loss of digni-
ty were more likely to desire
death, had higher sense of being
a burden and higher levels of
anxiety. Their sense of dignity
was highly dependent on the
time of care given. Thus, again,
the power of the professionals to
influence how the patient views
their life cannot be underestimat-
ed. Indeed, Chochinov has sug-
gested that: ‘Care that confers
honour, recognised the deserved-
ness of respect and esteem of
every individual — despite their
dependency, infirmity and
fragility — could lie at the heart of
care that conserves dignity’.

Amongst those who desire
death to be brought forward, a
few key characteristics emerge:
these patients experience a sense
of loss of connectedness to the
world around them — they have
experienced social death, where
the roles they once had are taken
by others and they feel society
behaves as if they were already
dead. They often fear the future,
viewing it as holding more hor-
rors than the present. They are
profoundly influenced by bad
past experiences, particularly if
they have seen a loved one die
badly even many years ago. Pain
and other symptoms do not seem
to be a major issue although pro-
found weakness and fatigue are
demoralising. Such patients of-
ten have great fear of being a
burden; they may view the
process of needing care as humil-

iating and may be experiencing
poor care.

Interviews with patients who
request physician assisted sui-
cide in Oregon reveal the same
picture as in Europe. Linda
Ganzini reports such patients as
being people who value control,
dread dependence, and assess
their current quality of life as
poor. They have often been high
achievers in life and find pallia-
tive care difficult as they deplore
needing care. Additionally:
‘Many tell of childhood experi-
ences with unempathic and over
controlling adult figures where
they learned that receiving care
from others is humiliating.’

These patients report higher
levels of physical symptoms and
psychological suffering than
those not requesting death. The
fear of being a burden and of
care-giving needs is coupled
with a sense of being demor-
alised by the process of being ill,
by depression or both. They re-
port less confidence in symptom
control, fewer social supports
and overall less satisfaction with
life experiences. Those over 65
years of age are more likely to
feel unappreciated than those
who do not express a desire for
death.

Kissane and other researchers
have found that those desiring
death are often depressed, de-
moralized or both. They seem to
also have doctors who are de-
moralized by the process of giv-
ing care and are somewhat worn
down by it, suggesting that the
doctor’s mood may be a power-
ful influence on the patient’s per-
ception.

Those who advocate euthana-
sia are often motivated by their
own experiences in the past of
seeing someone they love die in
pain or in distress. Sometimes
the pain and suffering in the ob-
server are very great as the
strength of their love makes the
loss harder to bear. Indeed, it
seems that suffering and love are
intricately intertwined and per-
haps ‘suffering’ in all domains
outside the purely physical is in
some way part of the human con-
dition associated with feeling
love.
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It is worth considering what
happens when euthanasia is le-
galised and how this alters med-
ical care. Itis legal and therefore
deemed by society to be a poten-
tial good — so, when it is legal it
becomes a therapeutic option.
And as an option there is an ethi-
cal obligation on the clinician to
consider offering it to every pa-
tient who is ‘eligible’. We would
not withhold antibiotics for an in-
fection if the drug is available
and the patient is suffering from
an infection for which that treat-
ment may be of use. The clini-
cian looking after a patient with
intractable symptoms may then
be offered euthanasia as the
physician is ignorant of alterna-
tive strategies for relieving the
distress, rather than that the dis-
tress is truly resistant to all possi-
ble interventions.

In Australia in 1998 the North-
ern Territories introduced the
‘Right of the Terminally III” Act,
later to be repealed by the Feder-
al Parliament in Canberra. Dur-
ing the time the Act was in exis-
tence, seven patients were con-
sidered as eligible for a life end-
ing intervention and four of these
had their lives ended by Dr.
Nitschke under the legislation.
One of the patients who life was
ended believed she was dying of
terminal cancer, but after death
was found to have been effec-
tively treated. Dr. Nitschke com-
ment to the press, the Sun Herald
newspaper, four years later is in-
teresting — he considered that it
was irrelevant whether she had
cancer because ‘the quality of
her life was such that she thought
death was preferable.” This de-
scribes a new form of honesty
developing in society, where the
patients wish to die becomes the
pre-determinant of their eligibili-
ty to be killed as their continued
living is causing to great a degree
of suffering for them. It would
appear illogical to therefore re-
strict euthanasia to the terminally
ill who are going to die immi-
nently anyway and to deny it to
those who have made a rational
suicide decision for whatever
reason. At present in our society
there are those who desire death
and attempt to take their own life

but are not suffering from a ter-
minal illness and they are subject
to psychiatric treatment, some-
times under compulsion.

In Oregon the law allows
physician assisted suicide. Pa-
tients should have a prognosis of
less than six months, although in
fact only 34 of those considered
for physician assisted suicide ful-
fill this criterion. About one in
six of those requesting physician
assisted suicide receive a pre-
scription for a lethal overdose
and one tenth take the drugs. It is
worth noting that significantly
more of those who receive pallia-
tive care interventions change
their minds than those who do
not access such care.

Overall the evidence is that re-
quests for physician assisted sui-
cide or euthanasia are often not
persistently sustained over time.
Patients who request euthanasia
are more likely than others to feel
they have been poorly investigat-
ed, have poor symptom control,
and/or lack of confidence in their
doctors’ ability and knowledge.

Evidence from the Dutch ex-
perience shows that there are
complications associated with
the process of ending life. Physi-
cian assisted suicide is usually by
a massive barbiturate overdose,
but some patients are unable to
swallow the medication or vomit
it back; there are also descrip-
tions in the scientific literature of
the drugs failing to induce coma
and of patients awaking again af-
ter coma. When euthanasia is re-
sorted to there can be difficulties
accessing a vein.

There is also an impact on pro-
fessionals involved in euthana-
sia. About 34 of those involved
in euthanasia report feelings of
discomfort, described as feeling
the process was burdensome,
emotional and a heavy responsi-
bility. One in twenty report sub-
sequent doubts or regrets after
the event. When life had been
ended without an explicit request
the proportion feeling doubts or
regret rose to 11%.

In Holland there does seem to
be an effect on society of the
change. Despite the claim that le-
galisation would result in accu-
rate reporting of such life ending

events, it seems that still only
about half all euthanasia/physi-
cian assisted suicides are report-
ed. Some doctors have called for
the duty to report to be removed
as it is administratively burden-
some on the doctor. It seems that
the bias in thinking towards eu-
thanasia and physician assisted
suicide distract from other op-
tions in care, but as doctors learn
more about palliative care they
feel less need to resort to these
life ending measures.

Different parts of the world
have looked at the law in differ-
ent ways. In Belgium the recent-
ly introduced legalisation of eu-
thanasia has introduced the con-
cept of a palliative care filter into
the process. In France the debate
in public reflected confusion be-
tween euthanasia and palliative
care, but a committee of the
French Government is due to re-
port shortly.

It is of note that in the UK
where palliative care is probably
the most developed, over 95% of

palliative medicine specialists do
not want a change in the law to
allow euthanasia/physician as-
sisted suicide.

Some have described the prin-
ciple of double effect as a covert
form of life ending. This is un-
true and those working in pallia-
tive care are clear that the evi-
dence supports the view that giv-
ing morphine and other powerful
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drugs correctly does not shorten
life — in fact it may prolong life
as the patient is not exhausted
through poor symptom control.
With the concept of double ef-
fect, a predictable but unwanted
effect of a drug occurs and re-
sults in the patient’s death.
Chemotherapy can be seen to
have a double effect at times — it
is given to destroy a malignancy
but in some patients the fall in
white count is so great that they
develop neutropaenic sepsis and
die from it much earlier than they
would have done if treatment had
not been given. However, in the

context of symptom control,
drugs such as morphine are titrat-
ed up to find the minimum effec-
tive dose to achieve therapeutic
benefit — by contrast when the in-
tention is euthanasia the drug is
given in a massive and purpose-
fully lethal overdose.

So to conclude, euthanasia is a
seductively simple solution to the
complex problem of suffering,
illness, vulnerability and the way
that a society responds to those
requiring care. This is a complex
issue for society. It is easy to
make the case for the individual,
but very difficult to establish the

impact on (potentially) vulnera-
ble people in the community of a
change in the law to allow a doc-
tor to kill a patient on the pa-
tient’s persistent, voluntary, com-
petent request. Perhaps it is worth
remembering that no-one is iso-
lated in their autonomy. Society
is made up of people who all in-
teract in one way or another.

Our living and our dying have
an effect on those around us.

Baroness Prof. [LORA

FINLAY OF LLANDAFF

Dean of Palliative Medicine Department,
Velindre Hospital Whitchurch,

Cardiff, United Kingdom.
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7. Legal Aspects of Forms of Palliative Care

for Pain

In general, forms of palliative
care are programmes for the treat-
ment of patients at the terminal
stage of their lives, programmes
that have the goal of improving the
condition of these patients through
the overall control of their physi-
cal, psychological and social dis-
turbances and the provision of sup-
port to their family contexts.

Forms of palliative care are ac-
tive and total forms of care for
those patients who are not respon-
sive to curative forms of treatment.
These are interdisciplinary forms
of care that include the work of
specialist medical doctors, nurses,
social assistants, pharmacists and
pastoral workers, amongst others.
In addition to treating pain and
symptoms, forms of palliative fare
increase the scientific precision
and the most valuable traditions of
medicine: goodness, respect, en-
thusiasm, understanding and sym-
pathy. Their goal is to obtain the
best possible quality of life for the
patient and his or her family.

The medical personnel that
work in this field strive to control
the set of symptoms of the patient,
and in particular pain. In definitive
terms, the intention is to avoid or
at least to alleviate suffering so
that these patients can live out their
last days in the best way possible
and when the moment arrives so
that they can have a worthy death.

In some countries, patients with
grave symptoms related to ad-
vanced cancer cannot be denied ac-
cess to specialised and high quality
care. For such care to be effective,
however, certain conditions are re-
quired, and these include informa-
tion on the time that remains to the
patient, the certification of the
medical doctor dealing with the
case, and the wishes of the patient
and/or his or her family regarding
the state of the patient.

All of this is only possible if, in
providing forms of care to the pa-
tient, attention is paid to all the de-
tails involved, which principally
involves the application of the ad-
vances that are offered by technol-
ogy and pharmacology for the
treatment of pain and the other
symptoms that accompany the ter-
minal stage of life.

At times this requires a multidis-
ciplinary treatment that includes
not only various medical special-
ists but also a nursing staff and re-
placement and non-medical per-
sonnel. In the final analysis, it is
the family, the medical doctor and
other personnel who can have an
effect comparable to that of a posi-

tive substance that has an immedi-
ate effect on the quality of life and
the relief of the suffering of the in-
curably ill.

Forms of palliative care are in-
creasingly becoming an option of
medical treatment as well as a
right of patients who are at the ter-
minal stage of their lives. In this

approach, medicine sees such
forms of palliative care as intended
to serve the patient and not the ill-
ness and it is advancing its re-
quired knowledge and skills in the
field in order to provide the patient
with professional and compassion-
ate care until the end of his or her
life.

The end of a patient’s life is a
natural and unalterable fact and
must not be seen as a failure on the
part of medicine; the end of a per-
son’s life, too, can be endowed
with meaning and dignity.

In general, there are juridical
frameworks that govern the clini-
cal management of pain and as a
result the administration of pallia-
tive cures as well. However, in
many countries, and especially in
developing countries, the legal as-
pects of these procedures are inex-
istent or rudimentary. Whatever
the case, the ethical and moral con-
cepts are those that allow the pro-
vision of legal aspects to the man-
agement of forms of palliative care
that should always favour a better
life for those people who are being
subjected to intensive care or are at
the terminal stage of their lives.

The government of conduct in
this situation has always been a
matter of belief or of law. Those
people who believe in a god or
share deep beliefs about the ends
and means of human life obey the
directives of inspired books or
leaders who represent their beliefs.
Those who refer to secular rules
trust in law, in the traditional or
written norms that envisage, de-
clare or judge acts or intentions.

Between belief and norms, be-
tween faith and law, there exists a
space that can be agreed upon
through dialogue and a wise con-
sideration of the circumstantial act
or intention. This is a space of so-
cial relations and interests that ex-
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ists between people and their
worlds, an open space in which
day after day new challenges arise
and new dilemmas emerge, that is
to say problems that create other
problems. In this space, which is
not three dimensional like the hu-
man body and things but multidi-
mensional like the spirit, are creat-
ed and recreated those social phe-
nomena that we call life, illness
and death. Each community cre-
ates, destroys and recreates these
in a complex set of beliefs, norms,
customs, habits, expectations,
ideals and myths.

The medical doctor who is re-
sponsible for the incurably ill is
not obliged to use extraordinary
means for the artificial preserva-
tion of life. In these cases, when-

ANNO Js 02,

ever this is possible, he or she will
listen to the views of other profes-
sionals in the medical field. The
way things are managed will de-
velop the contents of this dialogue.

In the same way, it is of funda-
mental importance to realise that
the entrance and stay of patients in
intensive care units must be sub-
jected to rigid of norms of assess-
ment so as to avoid the unjustified,
useless and wasteful use of these
services for pathologies that do not
need them and the provision of as-
sistance to the incurably ill during
the final stage of their suffering.
For this reason, the terminal pa-
tient must be received and treated
in the most suitable place possible
and by those people who can offer

him or her the greatest benefit dur-
ing the last part of his or her life.
An intensive care unit is probably
the place that is the most unsuit-
able for this.

The most important criteria as
regards priorities for the entrance
of patients into intensive care units
can be summarised as follows:

Patients who have chances of a
definite recovery; critical patients
who cannot be treated by a service
other than an intensive care unit
because of the condition they are
in; an urgent need for life-support
systems; and an adequate level of
intellectual cognition.

There should be an absence of
the establishment of priorities on
the basis of sex, race, nationality,
ideology, or social or economic
position.

As regards the rights of the pa-
tient and his or her relationship
with forms of treatment, the fol-
lowing two categories may be re-
ferred to:

Ordinary forms: all the drugs
and medicines, forms of treatment
and operations that offer a reason-
able hope of benefit for the patient
and which can be obtained and
used without excessive expendi-
ture, pain or other factors of incon-
venience.

Extraordinary forms: the drugs
and medicines, forms of treatment
and operations that cannot be ob-
tained without excessive expendi-
ture, pain or other factors of incon-
venience, and whose use does not
provide a reasonable hope of bene-
fit for the patient.

Admission to an intensive care
unit involves the control of ar-
rhythmias, the use of tubes, me-
chanical ventilation, the use of ar-
tificial organs, transplants, the
monitoring of the invasive, artifi-
cial feeding, and the introduction
through the veins of vessel-modi-
fying substances.

In the same way, there are fac-
tors that notably influence the con-
dition of the patient in relation to
the professional team that is look-
ing after him or her, amongst
which may be listed: professional
skill and expertise, the humanistic
grounding of the medical doctor,
‘human’ relationships, a positive
appreciation of the person and his
or her dignity, the differences be-
tween a person and an individual,

the ability to decide (responsibili-
ty), rational and appreciative
judgements, a consideration of the
family environment, conduct that
is in line with ethical norms and
principles, ‘the golden rule’, the
trends towards privatisation, the
limitation of economic resources,
and the dehumanising effects of
technology.

To a certain extent the following
considerations form a part of the
juridical frameworks, or in some
case laws, that govern the manage-
ment of the provision of forms of
palliative care to people, taking in-
to account that the right to life and
health are fundamental aspects of
any political constitution of a
State:

The patient is the reason for the
existence of health care institution
and the provision of health care.

One of the worst forms of suf-
fering that a terminal patient can
endure is loneliness. The company
of his or her family and of the
medical team has an immense val-
ue.
Telling the truth to the patient is
something that depends on his or
her psychology.

Delaying the right of a person to
die in peace and with dignity is to
be seen as a  counter-value and
an aggravating factor if we thereby
prolong his or her suffering and
that of his or her family relatives
and an increase in expenditure be-
cause of his or her illness.

The information that is provided
to the family relatives of a terminal
patient must be clear and suitable.

When an ethical and moral as-
sessment of the foundations of pal-
liative care with special reference
to its general objectives is carried
out, the following elements must
be carefully considered:

The medical assessment of the
patient, which should include the
bases for an improvement in the
condition of the terminal patient,
the needs of the patient and the
general forms of care that are of-
fered.

The control of the patient’s
symptoms, both those that are gen-
eral and those that are specific: his
or her gastrointestinal, respiratory,
dermatological and edema symp-
toms, and his or her neurological
and psychiatric set of symptomes.

As regards the management of
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pain: the ascertaining of the funda-
mental origins of most of the prob-
lems of these patients that will be
addressed through pharmacologi-
cal treatment, the treatment of pain
with neurological origins in babies
or children afflicted with cancer,
the treatment of pain in patients
with AIDS and the management of
pain in situations that do not in-
volve usual forms of treatment.

Everything connected with care
for the family both from the med-
ical point of view and the psycho-
social and human point of view
should be analysed.

Taking all of this into account
and bearing in mind the condition
of the vulnerability of patients un-
dergoing palliative treatment
(principally for pain), as well as
the condition of other terminal pa-
tients tormented by various forms
of suffering, one can see the im-
portance of the presence of a ju-
ridical-normative framework that

addresses all the rights of these hu-
man beings and their access to var-
ious procedures and measures that
allow them a more bearable life
and lower levels of suffering, as
well as a worthy death when the
moment arrives.

It has to be recognised that the
technologies in this field are ad-
vancing in a more dynamic and
dominating way than the norma-
tive and juridical requirements,
which, indeed, are often absent, in
particular in developing countries.
It is for this reason that ethical and
moral principles are becoming in-
creasingly relevant and necessary
in relation to everything connected
with palliative care.

Respect for the life and the well-
being of all individuals, and even
more of the terminally ill, are uni-
versal principles of humanistic and
spiritual co-existence. It is in these
circumstances that a definition of
health that goes beyond the mere

absence of illness becomes more
real, just as life clearly reflects the
concepts of the psyche and the
body and the spiritual dimension
of life itself.

As a corollary that offers a hu-
man vision with ethical and moral
considerations that rise above the
legal frameworks that exist in var-
ious societies, I would like to
quote what Pius XII had to say,
namely that ‘human life exists as
long as the vital functions — which
are distinct from the mere life of
organs — can express themselves
spontaneously, without the help of
measures that support it. Medical
doctors are not obliged to continue
in the use of extraordinary mea-
sures to keep a person who cannot
be saved alive’.

Dr. FERNANDO ANTEZANA
ARANIBAR

Minister for Health and Sport,
Bolivia.
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11 Section

Illumination

1. Palliative Care: Origins, Precedents
and the History of a Christian Approach

I. INTRODUCTION
1. Preamble

I would like first of all to make
clear that I am not a historian but a
minister of pastoral care in health.
This is because I was the first
Catholic chaplain of a large hospi-
tal in Madrid, Spain, a hospital that
belonged to the National Health
Service of that country. Over the
last twenty-five years, as an epis-
copal delegate of the Archdiocese
of Madrid, I have been the director
and coordinator of the sector of ec-
clesial pastoral care. You will thus
understand that history as such is
not the direct subject of my voca-
tion or my work. However, I can
and must add that history has al-
ways interested me a great deal, in
particular the part that refers to the
various questions and issues con-
nected with pastoral care in health.
This is because I believe that this
history is one of the inescapable
enlightening keys by which to un-
derstand and direct in a correct
way my Christian, ecclesial, pres-
byter and pastoral responsibilities
in the fields in which the Church
asks me to reflect and act in her
name.

With respect to palliative care,
my interest in its history reflects
both my direct pastoral work for
over twenty years with the termi-
nally ill, with their family relatives
and with the personnel that look

after them, and my personal con-
tribution to the birth and first steps
of the Sociedad Espariiola de
Cuidados Paliativos' (Spanish So-
ciety for Pastoral Care), of whose
managing committee I was a
member from 1992 to 1995.

2. The history of palliative care:
lights and shadows today

As far as we know, palliative
care has had a very brief historical
existence, about thirty-seven
years, but during this very brief pe-
riod it has been acknowledged as
the most thoughtful, complete and
effective response that can be giv-
en at the beginning of the third
millennium to the needs of assis-
tance required by the moment of
death or, in other words, the termi-
nal stage of the life of a patient and
the people looking after him or her
during this period.

Specifically because of this
short chronological age, the histo-
ry of palliative care has not been
sufficiently investigated or written
about, as far as I know, from an
overall perspective in relation to
its birth and development in the
various countries and regions of
the world where it has been intro-
duced. Nor has it been investigated
or written about from an all-em-
bracing point of view, that is to say
in a way that includes all the as-
pects of assistance that are in-

volved — at the level of practice
and law — in this form of care.”? And
lastly, there has not even been a co-
herent and detailed investigation
of its origins and its precedents,
which are very important, in my
opinion, if we want to understand
the usefulness and necessity of its
emergence during the 1960s and
its subsequent evolution until the
present day.

These are my general views af-
ter finding and reading the litera-
ture that I managed to gather on
the subject under question. My
aim, as a person who looks at his-
tory from the point of view of the
pastoral work of the Church, is on-
ly to call attention to one of these
views, which I will refer to below,
so that other people, who are cer-
tainly more expert than I am, will
feel led to address the question in
greater depth if, as I hope, they
think that it is sufficiently interest-
ing.

3. The history of palliative cure,
the Christian tradition,
and pastoral care in health

I will seek to demonstrate the
close connection that exists be-
tween many of the special forms of
assistance that bear the ‘classic’
definition of palliative care accept-
ed in Europe today, and the very
many developments that, from its
origins, have characterised the
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sphere of the Christian tradition
that we today call pastoral care in
health.’ As I believe I can demon-
strate, the history of palliative care
has a great deal to do with pastoral
care in health and this is one of the
aspects that, in my opinion, has
been only slightly analysed and
emphasised by historians, even
within the contours of the Catholic
Church. My thesis is that in having
to explain the origins and contem-
porary development of palliative
care, reference to the history of
pastoral care in health is decisive
and inescapable, even though, ob-
viously enough, it is not the only
reference that should be made.

Before entering in detail into the
question, I think that it is advisable
to recall the above-mentioned
‘classic’ definition of palliative
care. This was given in 1991 by
the Sub-committee on Palliative
Care of the Europe Against Cancer
programme, which was based up-
on a document of the previous year
of the World Health Organisation
whose title was ‘Cancer Pain Re-
lief and Palliative Care’.* That def-
inition reads: ‘total, active and
continual forms of care for patients
and their family relatives, provid-
ed by a multidisciplinary team
when the medical expectation is
not a cure. The aim of the treat-
ment is not to prolong life but to
improve as far as this is possible
the conditions of the patient and
his or her family relatives, meeting
physical, mental, social and spiri-
tual needs, and, where necessary,
the extension of support to the pe-
riod of mourning’.

II. THE ORIGINS AND
HISTORICAL
PRECEDENTS OF
PALLIATIVE CARE

1.In the ancient
Greek-Roman world

a. The forgoing by Hippocratic
medicine of any curative
treatment for patients held
to be incurably ill

In the Hippocratic work De arte
we find illustrated in an eloquent
way the refusal by the first form of
scientific medicine in the West of

what we now call exaggerated
treatment. This is what this work
says on the subject: ‘medicine has
as its goal freeing sick people from
their pains, alleviating the grave
attacks of illness, and abstaining
from treating those who are al-
ready dominated by illness, given
that in this case it is known that the
art is unable to do anything’.” This
‘abstaining’ was based upon the
net distinction between illnesses
that were tiguéticas®, or produced
by the case, and ananquéticas’ ill-
nesses or inevitable death. The
first could be treated by the !’ars
medicina, or TEXVN 1OTPLKN
(tekne iatriké), whereas the appli-
cation of treatment to the second,
as well as being useless was also a
sin against nature.® The idea of not
prolonging life at any cost ex-
pressed by the definition of pallia-
tive care here encounters its clear
and first antecedent.

However, there is no element
that can allow us to affirm that
within Hippocratic medicine there
was a kind of specific and spe-
cialised form of assistance for the
incurably ill and the dying. This
kind of assistance would begin to
be thought of and promoted within
early Christianity.

b. The beginning of thinking
about forms of care, beginning
with the myth of Cura

This myth, the story of which
displays historical echoes and con-
tains a number of coincidences
with that of the creation of the
world that is to be found in Genesis
2:1-7, appears in the Book of Fa-
bles (Fabulae) of Iginus® and today
is seen as one of the historical roots
of the anthropology of care and its
subsequent practical translation in-
to forms of assistance. The follow-
ing is the text of that fable: “When
crossing a river Cura saw claylike
mud, picked it up in a thoughtful
way and began to shape a man.
While observing what she had
done, Jove arrived. Cura asked him
to bestow life upon the statue and
Jove carried out her wishes without
any difficulty. But when Cura
wanted to give him her own name
Jove prohibited this and said that
his name should have been given.
While Cura and Jove were dis-
cussing the question of the name

Telos also intervened and said that
the creature should bear his name
because he had provided the body.
Saturn was chosen as judge, who it
appears gave a just judgement:
“You, Jove, because you gave him
life will have his body! Because
you shaped him to begin with, Cu-
ra, you will have him as long as he
is alive; but given that a controver-
sy arose about the name to be giv-
en him he will be called man, be-
cause he is made of humus, which
means fertile soil .

The important thing about this
mythological figure as regards the
subject that I am addressing in this
paper is that it presents Cura as a
reality who originates the human
being and accompanies him

throughout his life."
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2. In the vision that
Holy Scripture offers
on the process of death"

a. The book of Qoelet

The observation of this wise
man of Israel who states that there
is ‘a time to die’ (Eccl 3:2) is a
milestone in the human and Chris-
tian awareness that dying is not a
mere inescapable prelude to death
but a real time or stage in the life of
men, indeed the last time: a time
when men need assistance directed
not only towards care of the body
but also overall and integral help
in dying well.
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b. In the Gospel accounts
of the death of the Lord

Both in foreseeing his death and
during its immediate approach, the
Gospels attribute to the Lord the
same words, words that would
constitute a theological illumina-
tion and a stimulus for pastoral ac-
tion directed towards the promo-
tion of a good death for the Christ-
ian tradition that would come af-
terwards. I will briefly choose
those phrases of Jesus whose con-
tents reflect in an incipient way the
approaches and developments that
are also present in contemporary
palliative care.

What does it profit a man if he
gains the whole world but loses his
soul? (Mt 16:26) This phrase,
which is part of a declaration when
Jesus for the first time announces
his passion and death, indicates,
among other things, that dying is a
kairds, a suitable time for human
life to achieve completion, which
is favourable or unfavourable, hu-
manising or dehumanising, with
fullness or marked by degradation.
Two thousand years later, Dr.
Kiibler-Ross, one of the two pio-
neers of palliative care, significant-
ly entitled one of her books ‘Dy-
ing, the Final Stage of Growth’."?

My soul is very sorrowful, even
to death; remain here, and watch
with me (Mt 26:38). The request
for company and support that Je-
sus made to his disciples at Geth-
semane clearly had an influence on
the awareness on the part of the
first Christian communities of the
need fo assist, that is to say to be
near to those who are drawing
near to death and to assist them
with a series of forms of care that |
will list in the next sections of this
paper.

Here I would only like to add
that the Gospel according to St.
John,"” the tangible depictions of
‘Pity’ in Christian art, and musical
compositions such as the Stabat
Mater, have been, and are, por-
trayals of the important function of
accompanying that Christianity at-
tributes to the family and relatives
of the terminally ill patient in the
process that will bring him or her
to death.

My Father, if it be possible, let
this cup pass from me (Mt 26:39).
The state of mind of Jesus is that of

a person who is drawing near to
his death and who asks God for a
palliative in order to overcome this
critical moment. St. Luke, in one
passage (22:43ss) that parallels an-
other passage to be found in
Matthew, refers to an angel who
comforts Jesus as he is deep in
agony and sweating thick drops of
blood.

It is finished! (Jn 19:30). In my
view, with these words Jesus ex-
presses the deepest purpose of
forms of palliative care: to help
those who are entering the final
stage of their lives to reach the
apex of their process of spiritual
growth.

Father; into thy hands I commit
my spirit! (Lk 23:46). With these
final words, Jesus is he who teach-
es us how to die by completing his
own life through the conversion of
a feeling of being abandoned (cf.
Mt 27:46) into one of unlimited
trust (Lk 23:46), of the greatest in-
justice (Mt 27:23) into the greatest
love (cf. Lk 23:34), of immense
torture into immense tenderness
(cf. Lk 23:43), and of the immi-
nence of the end (cf. Lk 22:53) in-
to hope in resurrection. A refer-
ence to the psychological stages
described by Dr. Kiibler-Ross,"
and culmination in the stage of the
serene acceptance of detachment
from one’s own life, here, in my
view, emerge in a spontaneous
way.

3.In Christianity during
the first three centuries
of its existence

It was during the first period of
the history of Christianity that the
ways of being and living in a
Christian way that constitute the
real seeds and roots of palliative
care were most abundant. At a
general level, and by way of com-
ment, they seem to me to be the
following:

a. The Pauline idea of dying
with Christ” which led Christians
to see death as a move with Christ
towards Life, through his resurrec-
tion, and which led the Christian
communities to provide forms of
care so that the faithful were as-
sured this paschal experience at
the end of their lives. Since that
time for a real Christian it is un-

thinkable to see the moment of
death as a situation of forced lone-
liness; on the contrary, dying can
and must always be, according to
St. Paul, dying in the company of
Christ.

b. The vision of dying as a time
of especial need for spiritual assis-
tance. This need was perceived
very early on in terms of prayer,
sacramental help in the form of the
eucharistic Viaticum, or sacramen-
tal nourishment for the last period
of one’s life on this earth, reconcil-
iation and the anointing of the sick,
and what the historian Lain Entral-
go defined as a sort of oral or psy-
chological psychotherapy of a
moral and religious character.'®

c. The explicit mandate to assist
the incurably ill and the dying
faced with the technical and moral
abstention of Greek medicine in
such cases,” as I have already
pointed out (cf. II.1. a).

4. In Christianity from
the fourth century
until the early Middle Ages

The initiatives to do with pas-
toral care and assistance that the
Christian tradition engaged in dur-
ing this long historical period and
which form the basis of contempo-
rary palliative care are (at the least)
the following:

a. The creation of hospices and
hospitals. 1 do not need to dwell
for too long on this point because
most of the historical studies on
the origins and roots of contempo-
rary palliative care have recog-
nised this fact.'” The E&evodoxot or
hospices created by the Church
from a very early date' to assist
the sick and the poor and the sub-
sequent appearance of hospitals
(voooxoutot), nosocomia® and
monastic infirmaries,?' are a clear
prefiguring of the hospices that
would be established in France,
England and other countries dur-
ing the nineteenth and twentieth
centuries with the aim of specifi-
cally assisting patients with no
hope of a cure and the dying, as I
will demonstrate later in this paper
(cf. IL. 5).

For the moment it is to sufficient
to add here that although the Me-
dieval hospitals did not have a pur-
pose that was directly clinical, be-
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ing more of a charitable character,
they were directed to all kinds of
people in need (orphans, trav-
ellers, pilgrims, the sick and the
poor) and everyone was provided
with food and lodging. The first
goal as regards the sick people
who were admitted to these hospi-
tals was, logically enough, that of
treating them as best as possible,
but given that unfortunately the
therapeutic resources were not
abundant many of these people in-
evitably died, even though they
were cared for until their deaths
and special emphasis was placed
upon their spiritual recovery.?

b. The Christian tradition of cu-
ra animarum (care of souls),
which received its first impulse
with the Regula Pastoralis of Pope
St. Gregory the Great.” This aimed
at the spiritual care of people and
especially of those who found
themselves in grave situations,
such as incurable or terminal ill-
nesses. During its history within
the framework of pastoral care
provided by the Church, the tradi-
tion of cura animarum has pro-
moted various kinds of care direct-
ed towards spiritual healing, such
as compassionate consolation,*
the sacramental celebrations of
reconciliation, the anointing of the
sick and Viaticum for the dying,
and assuring personalised pastoral
and moral guidance. Today, on the
secular side of medical thought,
the Christian tradition of cura ani-
marum has begun to be appreciat-
ed once again as one of the most
solid and inspiring historical foun-
dations of the contemporary phi-
losophy of assistance at the level
of care and treatment.”

From the pastoral tradition of
cura animarum derived two other
characteristics of the Medieval pe-
riod which predate contemporary
forms of palliative care:

c. The task that Medieval physi-
cians had of informing sick peo-
ple, and not only incurable pa-
tients, about their clinical diagno-
sis and prognosis when a situation
of pathological gravity was evi-
dent, and of inviting them to re-
ceive adequate spiritual assis-
tance.”® The prescribing of legal
and economic sanctions for med-
ical doctors who did not carry out
this task is a clear sign of the very
great importance that was given at

the time to forms of spiritual care,
which were seen as required and
relevant in the case of gravely ill
people.

d. The appearance and the
spread of the Ars moriendi. Be-
tween 1403 and 1408, Jean de
Gerson, a priest, professor and
Chancellor of the Sorbonne,” pub-
lished his work Opus tripartitum
whose third and last part is given
the title ‘De arte moriendi’. This is
a text in which the process of death
is described from the perspective
of Christian spirituality. This work
spread rapidly in France and was
then translated into a number of
languages; it was the first of many
tracts on this subject that were
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published until the end of the six-
teenth century.” From that period
onwards, instructions for a Christ-
ian preparation for death contin-
ued to be listed as chapters in
broader-based theological and pas-
toral textbooks or, to a lesser ex-
tent, as separate tracts.”

Beginning with the approach of
this work, the pastoral literature on
the Ars moriendi bears eloquent
witness to the profound belief of
the Church that dying and helping
to die constituted a real art whose
realisation was based upon intelli-
gence and feeling helped by the
grace of faith and the sacraments,
which, together with the interper-
sonal pastoral relationship, made
up the fundamental integrating el-
ements of this art.

The influence of the Ars morien-
di spread in the Catholic world in
various literary and practical varia-
tions until the whole of the nine-
teenth century, an age when its
purpose in terms of assistance,
spiritual care and pastoral care
crystallised in the practice of the
hospice.

5. The establishment of hospices
for the dying in the nineteenth
and twentieth centuries

At this point we already find
ourselves on the threshold of the
history, in the strict sense, of pal-
liative care, which was begun by
Dr. Cicely Saunders who in 1967
founded the St. Christopher’s Hos-
pice in Sydenham, a district of
London. This foundation marked
the end of a stage that had begun
over a century before and more
specifically in 1842 in the French
city of Lyons, when Madame
Jeanne Garnier, with the help of
two friends of hers who were wid-
ows, created® the Association des
Dames du Calvaire (Association
of the Dames of Calvary) whose
aim was fto provide comfort and
consolation to the incurably ill. It
was here, or so it appears, that the
word ‘hospice’ was used for the
first time to refer to taking care of
the dying.”

This fact was not a chance event
because in France ever since the
high Middle Ages the Confreries
de la Bonne Mort (Brothers of the
Good Death) had existed, that is to
say associations of volunteers
charged with helping the dying at
the moment of death as well as as-
sisting their family relatives during
the celebration of the funeral rites
and the process of mourning. For
their part, St. Vincent de Paul and
St. Luisa de Marillas, as early as
the first half of the seventeenth
century, had promoted the creation
of numerous hospices for poor
people throughout France. The
Daughters of Charity continue to
engage in such work for the poor
and the sick.”

Starting in 1843, the Association
of Madame Garnier established
hospice-type buildings in various
cities of France (Lyons, Bordeaux,
Marseilles, Saint Etienne, Paris)
which were called di Maison des
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Dames du Calvaire (Home of the
Dames of Calvary). In Paris a
home of this kind was established
in 1874, in rue de Lourmel.** In
1899, basing herself on the work
of Jeanne Garnier, Anne Blunt
Storrs opened the Calvary Hospi-
tal in New York. It should be point-
ed out that these homes were es-
tablished as institutions that pro-
vided care that was an alternative
to that provided to poor patients in
hospitals whose very bad condi-
tions of hygiene and treatment
meant that there was a real reluc-
tance to die in such structures.
Without having a direct link
with Madame Garnier and her
Dames du Calvaire, but within the
context of the tradition begun by
the Ars moriendi, the Irish Sisters
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of Charity in 1879, in Dublin,
founded Our Lady’s Hospice, and
later, in 1905, founded the St.
Joseph’s Hospice of London, the
institution where Cicely Saunders
worked and carried out research
between 1958 and 1967, before,
that is to say, she founded the St.
Christopher’s Hospice. The word
‘hospice’, both in French and in
English, came to refer in a specific
way to a structure for the care of
the dying.

Following the approach and the
intention of my paper, I think that
it is advisable to emphasise the
fact that during the last sixty years
of the nineteenth century and dur-
ing the first half of the twentieth
century, a period when scientific

medicine began and the then con-
solidated the bases of the great ad-
vances that it would achieve until
the present time, it was above all
Catholic people and institutions
who were responsible for promot-
ing initiatives involving the receiv-
ing, the accompanying and the
care of the dying.

In 1948, once again in the Unit-
ed Kingdom, a charitable organi-
sation, the Marie Curie Memorial
Foundation, was created whose
aim was to assist incurabile cancer
patients in their own homes. In
1952, after the experience of fol-
lowing more than seven thousand
patients in their own homes, a pro-
gramme of continual nursing care
at home and in nursing homes was
adopted in an official capacity.
This programme received the
name of ‘Marie Curie Cancer
Care’. This programme began with
the observation that the assistance
provided to patients at an ad-
vanced stage of their illness did
not meet the need to control pain
and other symptoms, just as it did
not meet their need for psycho-so-
cial, spiritual needs, and needs to
do with information and other
kinds of communication, not to
speak of the help that was request-
ed by families.

6. Other factors that influenced
the origins of palliative care
during this period

The first factor is related to the
concept of the purpose of medicine
and the second is connected with
the figure of the sick person within
the context of this approach.

a. In the middle of the nine-
teenth century, at a time of scien-
tific-positivistic euphoria, two
French medical doctors, Berard
and Gliiber, defined the fundamen-
tal mission of medicine with a
phrase that would become famous
a century later: ‘Guerir parfois,
soulager souvant, consoler tou-
jours’ (‘at times treat, often allevi-
ate, always console’).** This for-
mula came to relativise and to lim-
it the aspects that were purely cu-
rative of medical assistance and to
open the door in a decisive way to
forms of care.

b. During the second decade of
the twentieth century so-called an-

thropological medicine emerged in
Germany. This proclaimed, using
the phrase of Viktor von Weizsick-
er, ‘the introduction of the sick
person as a subject into medicine’
and thus produced the drawing up
of a pathology that was clearly an-
thropological or biographical in
character. This was the work of
von Weizsidcker and his collabora-
tors and disciples.” This was an-
other initiative — in this case with-
in the field of scientific and acade-
mic medicine — that prefigured the
inclusion of mental and spiritual
aspects in the provision of assis-
tance to sick people and of the
forms of care required for such ac-
tivity.

III. A BRIEF HISTORY
OF PALLIATIVE CARE

1. The work of Cicely Saunders
and E. Kiibler-Ross

During the 1960s and the 1970s
these two women, who both en-
gaged in research and led a Christ-
ian life, attracted the attention of
the health care world and public
opinion generally to the impor-
tance of assisting the dying and
stressed the placing of spiritual
and religious care within that care.

a. In 1967 Cicely Saunders
founded the St. Christopher’s Hos-
pice in London and this became
the centre of promotion of a new
form of understanding and assist-
ing the terminally ill, namely ‘pal-
liative care’.’ Cicely Saunders had
begun to be in contact with the ter-
minally ill during the years 1941-
1958, a period when she worked as
a volunteer at the St Luke’s Home
for the Dying Poor, a home for the
dying run by female religious in
Bayswater, London, and from
there, between 1958 and 1967, she
went on to work at the St. Joseph’s
Hospice of Irish nuns, which was
also located in London.

Cicely Saunders decided to give
this direction to her life because of
her Christian faith. She felt that
this was a way of thanking God for
her conversion which, in 1945,
had led her to draw near to the
Gospel. In addition, her meeting
and conversations with David Tas-
ma, a Polish Jew from the Warsaw
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ghetto who was afflicted with in-
curable cancer, and whom she be-
gin to assist in a professional sense
as a social worker in 1947, influ-
enced her in a decisive way when
she conceived what would soon
become her hospice, an intermedi-
ate structure between a hospital
and a home. David died in 1948
and at that time Cicely Sauders al-
ready knew what she would dedi-
cate her life to from that moment
onwards. In the statutes of the St.
Christopher’s Hospice we read:
“The St. Christopher’s Hospice is
based upon Christian faith in God
through Christ. Its aim is to ex-
press the love of God in everything
it touches and in every possible
way: with the efficiency of med-
ical and nursing care, the use of all
scientific knowledge to alleviate
suffering and discomfort, sympa-
thy and personal common sense,
with respect for the dignity of
every person just as he or she is ap-
preciated by God and men, with-
out barriers of race, colour, class or
creed.”

The book ‘Caring for the Termi-
nally IlII’ was published in the late
1960s and was edited by Cicely
Saunders herself,* who also pub-
lished an article entitled ‘Hospice
Care’ in the American Journal of
Medicine in 1978. Lastly, we
should also refer to the contribu-
tion of Cicely Saunders to patho-
logical and clinical medicine’s ap-
proach to the concept of ‘total
pain’, and within the concept of to-
tal pain, the concept of ‘spiritual
pain’ as well.*”

b. In 1969 E. Kiibler-Ross* pub-
lished the first and most famous of
her books: On Death and Dying.*
This publication was the result of
the assistance she had provided to
the dying (direct assistance carried
out at her level of work) and the re-
search she had carried out on the
basis of the thousands of inter-
views she had conducted with the
dying in hospitals in New York,
Colorado and Chicago. E. Kiibler-
Ross was born in Zurich in 1926
and she had always been interested
in the spiritual world. Starting in
1945, her work focused on death
and dying after she became a
member of the International Vol-
untary Service for Peace, a body
that provided help to communities
that had been destroyed during the

Second World War. In the concen-
tration camp of Maidanek she dis-
covered carved into the walls of
the place where prisoners spent the
last hours of their lives the butter-
flies that would later become the
symbol of transformation into
beauty that arrived at the moment
of death.

After graduating in medicine at
the University of Zurich in 1958,
she went to the United States of
America. Observing the forms of
treatment that were employed for
the terminally ill in hospitals in
that country she declared: ‘they
were avoided and used — nobody
was sincere with them’. Different-
ly from many of her colleagues,
she sat next to the terminally ill
and listened to them. Gradually
she began to hold conferences on
the terminally ill and to explain
that they talked to her about their
most private experiences during
this final stage of life. Later she
would write: ‘my aim was to break
the professional habit of prevent-
ing the patients from expressing
their most private problems’.

When she wrote On Death and
Dying in 1969, her readers thought
that her conclusions were totally
revolutionary. Her sister, Eva
Bacher, declared that ‘Elizabeth
was very proud of the fact that her
work had helped to establish the
bases of the Hospice Movement in
the United States’. In the 1960s
she ran thousands of seminars and
gave a large number of lectures to
small groups of people throughout
the world. In addition, the five
psychological stages of dying de-
scribed in her book were accepted
at an international level. As her in-
fluence grew, she linked teaching
with periods of training in hospi-
tals and medical institutions.

At the end of the 1960s she be-
came the President of the Eliza-
beth Kiibler-Ross Center and of
the Shanti Nilaya Growth and
Healing Center. In the 1980s she
bought a farm of three hundred
acres in Head Waters, Virginia,
and transformed it into a centre for
care and seminars which she then
called Healing Waters. At the same
time she turned her attention to
helping children born with AIDS
at a time when nobody was con-
cerned about them.

She officially retired in 1995

and went to live in Arizona where,
despite a body that was becoming
increasingly weak because of
grave disturbances and a fire that
destroyed her home, she continued
to receive hundred of vistors from
all over the world. On 29 March
1999 Time Magazine named her as
one of the greatest minds of the
century and chose her from over a
hundred personalities. She re-
ceived more than a hundred hon-
oris causa degrees from faculties
and universities of the United
States of America. With her lectur-
ers and her writings she gave an
impulse to change and progress in
areas of such importance as living
testaments, home care, and above
all else helping the dying to die
with dignity and respect.

At the end of her life she, too,
looked at death in the face without
fear, wanting to be faithful to her
beliefs and declaring: when you
die, life does not end, it begins.
She died in the evening of Tuesday
24 August in Scottsdale, Arizona,
surrounded by her family and rela-
tives. She was seventy-eight years
old.

She ensured that her own Chris-
tian roots were very evident in her
constant striving to inculcate in pa-
toral ministers her vision of dying
and the importance of the provi-
sion of good spiritual assistance to
the dying, as well as her positive
view of prayer in the whole of this
process.*”

2. Groups of home assistance
and the hospital departments
for palliative care

a. Since 1970, in England,
groups of home assistance called
‘home care teams’ have been mak-
ing progress and have spread. This
development is due to two cancer
charities: the MacMillan Cancer
Relief Foundation and Marie
Curie Cancer Care. In 1997 the
first had over 1,500 nurses and 160
medical doctors who were taking
care of about 16,000 cancer pa-
tients in palliative care groups. In
the same year, the female nurses of
the Marie Curie Cancer Care were
taking care of about 20,000 cancer
patients, a number that constituted
40% of this category within the
whole of the United Kingdom. In
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addition, this organisation had
over 5,000 beds in hospices. Day-
hospital centres and hospital sup-
ports have also began to develop
rapidly.

In 1974 the Connecticut Hos-
pice was opened in the United
States of America and in 1984 the
hospice model was introduced into
the national health service of
America (Medicare) which in ten
years, prior to 1993, had grown to
have 1,290 structures throughout
the country. In 1994 the hospice-
style services were looking after
over 340,000 patients. However,
the greatest development in pallia-
tive care in the United States of
America has been expressed at a
practical level in programmes of
home care.*

b. In 1974 the Royal Victoria
Hospital in Montreal opened the
first service of palliative care
which employed the term ‘pallia-
tive’ for the first time to refer to
non-curative forms of treatment
for patients with an advanced, pro-
gressive and incurable illness.
Since that time, various countries
have begun to develop palliative
care units, and I will now give
some examples of these.

In 1982 the first palliative care
unit in Spain began its operations.
It was located in the Marqués de
Valdecilla Hospital of Santander
and was the result of an initiative
by Dr. Jaime Sanz Ortiz. The unit
was recognised as such by the
Ministry of Health of Spain in
1987. In the same year the second
palliative care unit came into exis-
tence, this time at the Santa Creu
Hospital of Vic,” Barcelona. Al-
most in the same period another
palliative care unit was opened —
in the El Sabinal Hospital of the
Canary Islands, directed by Dr.
Marcos Goémez, who was also the
first great champion of the training
of health care workers in palliative
care in Spain.

Once again in 1987, the first pal-
liative care unit in France was
opened, at the

Saint-Michel Hospital (Institute
Mutualiste de Montsouris). Twelve
years later, in 1999, a law of 9 June
gave an official character to pallia-
tive care and established that ‘toute
personne malade dont [’état le re-
quiert a le droit d’accéder a des
soins palliatifs et a un accompag-

nement (‘every sick person whose
condition so requires it has the
right to accede to palliative care
and to accompanying’).

3. Institutional recognition
and support for palliative care

a. In 1973 the International As-
sociation for the Study of Pain
(IASP) was created with the aim of
encouraging research into pain and
to improve the treatment of pa-
tients with grave problems con-
nected with physical suffering.
The association is open to re-
searchers, medical doctors, den-
tists, psychologists, nurses, phys-
iotherapists and other health care
workers who are involved in re-
search into pain or its diagnosis
and treatment. At the present time
this association has over 6,500
members in 170 countries.* The
control of the symptoms of malign
chronic pain in terminal patients
received a major impulse from the
creation of the IASP.

b. In 1986 the World Health Or-
ganisation published a document
entitled ‘Cancer Pain Relief’. This
was intended to be a manual for
the pain-killing treatment of can-
cer patients and laid stress in a par-
ticular way on the use of pharma-
cies, and more specifically opi-
oids, in alleviating or eliminating
pain.*

c. In 1987, in the United King-
dom, palliative medicine was es-
tablished as an academic speciali-
sation and an obligatory discipline
in medical schools. Subsequently
it was established as a subject of
specialisation in Canada, Australia
and Poland.

d. In 1988 the European Associ-
ation for Palliative Care (EAPC)
was established and in Paris,
in1990, it held its first congress.
The chief animator of this associa-
tion was Dr. Vittorio Ventafrida
who since the end of the 1960s had
developed forms of treatment for
pain in Milan even though the cre-
ation of the association involved
professionals from all over Eu-
rope.”’” The European Council
recognised this association as a
non-governmental organisation in
1998. Today, the EAPC has mem-
bers from forty countries in the
world and is connnected with

twenty national associations of
European countries which repre-
sent about 50,000 professionals
and voluntary workers who are in-
volved in the field of palliative
care.”

e. In 1991 the World Health Or-
ganisation published its document
‘Pain Relief and Palliative Care’
and on the basis of this publication
the Sub-Committee on Palliative
care, which is a part of the Europe
against Cancer Programme pro-
moted by the European commis-
sion, drew up the definition of pal-
liative care which is quoted above
(cf. L. 3).
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f. In 1992 the National Council
for Hospice and Palliative Care
was created in the United King-
dom.

g. In December 2000 the na-
tional health service of Spain ap-
proved the Plan Nacional de
Cuidados Paliativos (National
Plan for Palliative Care). At the
present time, Spain is the country
with the most advanced develop-
ment of palliative care in Europe
after the United Kingdom.*

4. Other events and
developments that have
influenced the origins
and the development
of palliative care

a. In 1976 Ivan Illich published
his book ‘Limits to Medicine.
Medical Nemesis: The Expropria-



DOLENTIUM HOMINUM N. 58-2005

61

tion of Health.” It included two
chapters, ‘The Killing of Pain’ and
‘Death against Death’, which
greatly contributed to a humanis-
ing of the vision of clinical pain
and dying in medical circles.

b. In 1982 the book by Carol
Gilligan ‘In a Different Voice:
Psychological Theory and
Women’s Development’™ was
published. This addressed pallia-
tive care beginning with the per-
spective of the moral development
of women, and during the 1980s
and 1990s ethics directed towards
caring and care developed under
the influence of this work.

c. In 1992 the first edition of the
Catechism of the Catholic Church
was published and article 2279 of
this work declares: ‘Palliative care
is a special form of disinterested
charity. As such it should be en-
couraged’.

d. In 1993 the first edition of the
Oxford Textbook of Palliative
Medicine was published and this
was the first academic and inter-
disciplinary textbook of this new
discipline and branch of assis-
tance.”

e. In 1993 as well Dr. Sherwin
B. Nuland, professor of surgery
and the history of the medicine at
the University of Yale, published
his book How We Die: Reflections
on Life’s Final Chapter™ in which
he describes, through a series of
clinical accounts of various pa-
tients, the biological, mental, so-
cial and spiritual aspect connected
with them as they gradually enter
the process of death. The influ-
ence of this work has been very
great.

5. The Catholic Church
and palliative care

Here I will confine myself to the
work of the Church in Spain
which, obviously enough, is the
work with which I am most famil-
iar.
a. In September 1989 the Bish-
ops’ Conference of Spain ap-
proved the Plan de accion sobre la
FEutanasia y la ayuda a Bien
Morir, a plan which had been pre-
sented by the Department for Pas-
toral Care in Health.* In this docu-
ment emphasis was placed upon
‘providing information about pal-

liative care’ (1.2.3); upon ‘the de-
velopment of programmes of
overall assistance for the terminal-
ly ill at home’ (4.1.3); upon ‘the
drawing up of a protocol for the
provision of assistance to the ter-
minally ill’ (4.1.5); upon the ‘con-
version of ecclesial centres so as
to care for the terminally ill’
(4.2.1.); upon ‘promoting pilot
schemes in relation to assistance
for the terminally ill ‘(4.2.3); and
upon ‘supporting and stimulating
the creation of associations of pal-
liative medicine or palliative care’
(4.3). In addition, emphasis was
placed upon the dissemination of
the ‘Testamento Vitale’ as an in-
strument of evangelisation to pro-
mote the reality of good death
amongst Christians.”

b. In 1991 the Pastoral Com-
mission for Palliative Care was
set up within the Department for
Pastoral Care in Health of the
Bishops’ Conference of Spain.
The commission has organised
various national days directed to-
wards health care workers and
pastoral ministers in order to
spread knowledge about palliative
care and the encouragement of
spiritual and religious assistance
that should form a part of such
care.

c. In 1991 as well the first pro-
gramme of home assistance for
the termimally ill was launched.
This programme was based upon
the philosophy and practice of pal-
liative care and was promoted by
the delegation of pastoral care in
health of Madrid with the help of
the association PROSAC (Christ-
ian Health Care Professionals)
which is linked to that delega-
tion.”

d. In April 2002, the St. John of
God Hospital in Pamplona,
Navarre, Spain, was entrusted by
the autonomous government of
the region to be a consultant in this
field to the Autonomous Commu-
nity. In the 1990s, the Hospital Or-
der of St. John of God created a
network of palliative care units,
amongst which was the first such
unit in Spain dedicated to pediatric
palliative care. This unit was lo-
cated at the Hospital Sant Joan de
Deu in Espluges (Barcelona). To a
lesser extent, such units have also
been developed by religious of the
Camillians.

IV. CONCLUSION

In this paper I have tried to show
that it is not possibile to explain
the origins and the development of
palliative care without taking the
historical tradition of the Catholic
Church as a decisive and in-
escapable point of reference, and
within that tradition pastoral care
in health as well. I have sought to
show that the roots and the histori-
cal antecedents of palliative care
must be looked for above all else
but not exclusively within the
framework of Christianity and
more specifically within Catholi-
cism. At the conclusion of my pa-
per I believe that I have provided
arguments that have been suffi-
cient to sustain my opening thesis.

I would like to add only that the
history of care within Christianity
has its specific point of departure
in the figure of the Good Samari-
tan, the highest expression of prac-
tical charity towards the sick and
those in need. Jesus described the
Good Samaritan in the Gospel Ac-
cording to St. Luke (Lk 10:29-37)
as a man who took care of"’ and
promoted care,” and in this de-
scription the Christian tradition
has also seen very clearly that
epimeleia (epiméleia), concerned
care, is the practical translation of
curative love that alleviates and
consoles, and which God wants to
gives to all people who are wound-
ed along the journey of life and are
at its end. Returning to the histori-
cal account that I have provided,
Jesus Christ, like the Good Samar-
itan, emerges as the corner stone
of the history of health care. Down
the centuries the Christian tradi-
tion of assistance has constructed
the various stages of a journey that
gave rise to the palliative care of
today’s world.

For me the conclusion is clear:
out of faithfulness to God, who
was revealed in Jesus Christ and
manifested through his Spirit in the
Christian history of assisting peo-
ple to die well; because of faithful-
ness to those who have preceded
us, until our days, in the contribu-
tion of pastoral care in health and
thus that of all Catholics to the de-
velopment of the art of dying well
and helping people to die well; and
because of the scale of the needs
that this great undertaking presents
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us with at the beginning of the third
millennium, we have to deduce
that this is one of the greatest chal-
lenges that face us.

In addition, in my opinion at the
present time a discipline or a
branch of health care assistance
does not exist that is so close to the
thought and the sensibility of
Catholicism, or so in line with its

creed and its living tradition, as
palliative medicine and care. To go
on contributing to its roots and its
young trunk those wise contents of
the theological and pastoral tradi-
tion of the Church in relation to
dying through that form of com-
munion at the level of discussion
and assistance that is constituted
by an interdisciplinary approach
involves nothing else but continu-
ing to transmit, and to open up
practical roads to, the assurance of
St. Paul: ‘If we have died with
him, we shall also live with him’ (2
Tim 2, 11).

Rev. JESUS CONDE HERRANZ
Director of Pastoral Care in Health,
the Diocese of Madrid,

Spain.

Notes

' For greater information on the subject
link see the web site: www.secpal.com.

* It should be said that numerous substan-
tial and precise monographs exist on the ap-
pearance and subsequent development of pal-
liative care in a growing number of countries
in the world. In order to gain access to them it
is sufficient to go to the bibliographies of the
specialised works in the field or to the large

number of web sites offered to us by cyber-
space.

* I present a brief historical study that may
clarify what pastoral care in health during the
whole of the Christian tradition has been in
the following works: ‘La aportaciéon de la
Iglesia a la Sanidad desde el Evangelio y su
propia Tradicién’, Labor Hospitalaria, 223,
January-March 1992, pp. 69-77; ‘Pastoral de
la Salud’, in Nuevo Diccionario de Pastoral
(San Pablo, 2002), pp. 1084-1096; ‘La Pas-
toral y la Pastoral de la Salud’, in J. CONDE
HERRANZ, Introduccion a la Pastoral de la
Salud (San Pablo, 2004), pp. 7-40.

4 Technical Report Series 804. World
Health Organization, 1990. 1 take the refer-
ence from D. DOYLE et al., Oxford Textbook
of Palliative Medicine (Oxford University
Press, Oxford, 1993), p. 3, where the two
paragraphs from the document that in its time
had inspired this definition are quoted. The
World Health Organisation gave a more de-
tailed definition of palliative care and this can
be found on the web page: www.who.int/can-
cer/palliative/definition/en.

> Cf. De arte, L. VI, 4-6.

¢ From the Greek noun toyn (tijé), case,
fortune, good luck or bad luck ...

" From the Greek noun owvorykn (andnke),
strength, need, coercion, violence, fatality,
destiny...

# An excellent exposition of this point can
be found in PEDRO LAIN ENTRALGO, ‘La
relacion médico-enfermo en la Grecia clési-
ca’, in La relacion médico-enfermo (Alianza,
Madrid, 1983), pp. 58s, 70s, 83, 155-158.

° Caius Giulius Iginus was a Latin writer of
Spanish origins who came to Rome as a slave.
Augustus freed him and made him a librarian.
Amongst other works he wrote the Book of
Fables, which contains the fable of Cura (n.
202). He died in 17 AD.

' Subsequent philosophers of the history of
the West such as Soren Kierkegaard and
Martin Heidegger, and writers such as J. W.
Goethe, explored this insight of the myth of
Cura and bestowed upon it a fundamental ex-
istential and ontological status.

' The observations contained in this sec-
tion are taken from my work ‘El proceso de
morir en la interculturalidad: el punto de vista
catdlico’, Labor Hospitalaria, 268, April-
June 2003, pp. 15-20.

"> Death, the Final Stage of Growth (Pren-
tice-Hall, Englewod Cliffs, N.J., 1975).

3 In concrete terms, the reference is to the
close presence to the dying Jesus on the cross
of the Virgin Mary, Mary of Clopas and Mary
Magdalen: John 19: 25-27.

'* Cf. On Death and Dying (MacMillan,
Toronto, 1969).

' This is born witness to in a large number
of passages in his letters, for example 2 Tim
2, 11: ‘If we have lived in him we shall also
die with him’ (also Rom 6: 4s; 8:17; Phil 3,
10.).

o Cf. P. LAIN ENTRALGO, ‘El cristianismo
primitivo y la relacién médica’, in op. cit., p.
129.

" LAIN, op. cit., p. 132.

' By way of an example of numerous bib-
liographical references to this fact we may cite
those given by the Oxford Textbook of Pallia-
tive Medicine (see the foreword written by C.
Saunders and the corresponding references),
pp. v-viii, and cited in ‘Historia de los Cuida-
dos Paliativos’ provided by the web page of
the Sociedad Espaiiola de Cuidados Palia-
tivos (cf. note 2).

' The first about which we have documen-
tary evidence was founded by Pope Cletus,
the third successor of St. Peter, in 73 AD. On
the birth and the development of the Christian
xenodochi see J. ALVAREZ GOMEZ, Y EL LOS
CURO ... (Mt 15, 30). Historia e identidad
evangélica de la accion sanitaria de la Iglesia

(Publicaciones Claretianas, Madrid, 1996),
pp. 27-40; D. CASERA, Chiesa e Salute.
L’azione della Chiesa in favore della salute
(Ancora, Milan, 1991), pp. 25-43; and J.
CONDE, the three works cited in note 4.

» The first and the most emblematic of an-
tiquity was the hospital city founded round-
about the year 370 by St. Basil of Cesarea of
Cappadocia. With respect to Rome, it is
thought that the first large-scale hospital was
founded in the city in the year 400 AD by
Fabiola, a disciple of St. Girolamus.

2! Within Western monasticism, beginning
with St. Benedict of Nursia. It should be said,
by way of example, that the architectonic pro-
ject of the monastery of St. Gallo, which is
conserved in Switzerland, has a section clear-
ly allocated to the infirmarium.

2 Cf. C. CENTENO and P. ARNILLAS, ‘Histo-
ria de los Cuidados Paliativos y del
Movimiento Hospice’, on the web page
www.secpal.com.

» His papacy lasted from 590 to 604. In the
Regula Pastoralis he taught that a guide of
souls must be a compassionate neighbour to-
wards everyone, a perceptive observer, care-
ful, and capable of discerning, like a phsyi-
cian, the state of a body.

* On the biblical, theological pastoral and
therapeutic character of consolation in a
Christian approach see the pages of the sub-
jectin my ‘Sufrimiento’, published in /0 Pal-
abras clave en Humanizar la Sanidad (Verbo
Divino, Estella, 2002), pp. 312-316, 330-333,
336s.

» As an example I will quote the following
words of W. T. Reich: ‘care for souls is the
healing treatment of people as regards those
aspects that go well beyond the needs of phys-
ical life, towards the achievement of the
health of the personality. Thus when we speak
today about care for the whole person we are
talking about something that can be compared
to the ancient idea of cura animarum...The
first message transmitted by cura animarum is
that there is an unvarying hierarchy of values
according to which human beings choose to
care and amongst these values caring fo the
spirit must be a pre-eminent value’ ( ‘History
of the Notion of Care’, in Encyclopedia of
Bioethics (Digital, 1995).

2 LAIN, Historia de la Medicina (Salvat,
Barcelona, 1978), p. 239s.

* On Jean de Gerson see, for example, E.
VILANOVA, Historia de la Teologia Cristiana,
I, (Herder, Barcelona 1987), pp. 997-1004.

* Today about three hundred manuscripts
on the Ars moriendi survive, together with
about a hundred incunabuli which, in their
turn, include books, wooden engravings and
printed editions with certain kinds of movable
letters. The first edition in wood appeared in
1465 and the fact that about 20% of all books
of this kind deal with the Ars moriendi is a
sufficient demonstration of the extraordinary
importance of this literary sub-genre at the
end of the Medieval period and the beginning
of modern thought. Both in wooden form and
in printed form, some of these examples are
written in Latin and others in one of seven ver-
nacular languages. Their illustrations of the
bed of a dying person surrounded by celestial
and infernal beings extended the impact of
these small popular works well beyond liter-
ary circles: cf. MARY CATHARINE O’ CONNOR,
The Art of Dying Well: The Development of
the Ars Moriendi. (Columbia University
Press, New York, 1942).

* On the survival of the Artes moriendi in
Spain during the sixteenth century see the
anonymous Arte de bien moriry Breve confe-
sionario edited by F. GAGO JOVER (Medio
Maravedi, 1999); Artes de bien morir. Ars
moriendi de la Edad Media'y del Siglo de Oro,
edited by A. REY Hazas (Lengua de Trapo,
Madrid, 2003).
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* In realty, the association was founded in
1843.

3 Cf. C. CeENTENO and P. ARNILLAS, ‘Histo-
ria de los Cuidados Paliativos’ (www.sec-
pal.com).

* ‘His example of love for the sick was im-
itated by Protestants a century later when in
Prussia the Foundation Kaiserwerth was cre-
ated, which is considered the first Protestant
hospice’ (C. CENTENO and P. ARNILLAS, ‘His-
toria’ ).

# Since 1971 it has been called Maison
Medicale Jeanne Garnier and today it con-
tinues to be a prestigious institution dedicat-
ed to palliative care for cancer patients at an
advanced stage of their illness. At the present
time its address is n. 106, Avenue Emil Zola
(75015-Paris). For more information on the
Maison Medicale and Association des
Dames du Calvaire, consult the web page
WWWw.jeanne-garnier.org.

* Cf. P. LAIN, ‘La relacion’, p. 197. This
phrase is usually attributed to the Hippocratic
period but there is no clear evidence that can
corroborate this. Or at least I have not found
any.
* In 1928, Ludwig von Krehl, in a lecture
entitled ‘Form of Illness and Personality’
championed the need to move towards a med-
icine based at one and the same time on the
natual sciences (Naturwissenchaften) and on
the sciences of the spirit (Geistwissenchaften).
Krehl was the founder of the so-named Hei-
delberg School to which Rudolf Siebeck and
von Weizsidcker himself also belonged. For
these references see P. LAIN, ‘Historia’ pp.
636.658s; ‘Larelacion’, p. 231.

* Although at that time they were still not
known by this name. To be precise, the hos-
pice movement began with the foundation of
St. Christopher’s. The term ‘palliative care’,
as will be seen below, appeared with the Roy-
al Victoria Hospital of Montreal, Canada, sev-
en years later (Cf. 111, 2, b).

7 Quoted by C. Centeno and P. Arnillas,

‘Historia de los Cuidados’ (1. c.). Cicely Saun-
ders expressed her Christian beliefs and con-
victions in many other places and on many
other occasions, for example in an interview
published by Diario Médico on 18 Novembre
2002.

3 Cf. C.M. SAUNDERS (ed.), Cuidados de la
enfermedad  terminal maligna  (Salvat,
Barcelona, 1980). This book contains an arti-
cle by Saunders entitled ‘La filosofia del
cuidado terminal’ (pp. 259-272).

* Cf. C. SAUNDERS: ‘The Hospice Move-
ment. Providing Compassionate and Compe-
tent Care for the Dying’, in Contact, n. 122,
October 1991.

* The information on E. Kiibler-Ross is
taken from the web page www.elisa-
bethkublerross.com, and from two interviews
carried out by the journal Labor Hospitalaria
(n. 212, April-June 1989, pp. 106-111; n. 225-
26, July-December 1992, pp. 258-261.

' Cf. the bibliographical reference in note
12. The translation into Spanish is entitled So-
bre la muerte y los moribundos and is in its
eighth edition (Martinez Roca, 1976). This
book has been translated into twenty-eight
languages. E. Kiibler-Ross was the author of
over twenty books, all of them on death and
dying.

*See Prayer for Healers, a version adapat-
ed from the prayer for peace of St. Francis of
Assisi that E. Kiibler-Ross published at the
beginning of the book referred to above:
Death, the Final Stage.

+ At the present time there are about 2,400
of these programmes in the United States of
America.

* Within the framework of the programme
‘Vida als anys’ promoted by Dr. X. Gémez i
Batiste and his collaborators.

* For more information consult the web
page www.iasp—pain.org.

“In 1996 a second edition was published
which contained ‘a guide to opioid availabil-
ity’.

* Another figure of importance in the de-
velopment of palliative care in Italy is Dr.
Franco de Conno, a speaker at this interna-
tional conference.

* For more information on the EAPC see
the web page www.eapcnet.org.

“ At that time 208 specific programmes of
palliative care were identified in Spain. In
2004 over 17,000 terminally ill patients were
cared for in their homes by palliative care
teams during the last weeks of their lives and
over 20,000 such patients a year are treated by
a hospital unit.

* I refer to the paperback edition published
by Penguin Books/Pelican Books in 1976.

*' Harvard University Press, Cambridge,
Massachusset.

> With an introduction by Cicely Saunders,
this is a work that contains the work of 103
specialists, co-edited by D. Doyle, G. W. C.
Hanks and N. MacDonald (Oxford Medical
Publications, 2nd. ed., 1995).

* The edition in Spanish has the tile ‘Cémo
morimos. Reflexiones sobre el dltimo capitu-
lo de la vida’ (Alianza, Madrid, 1995).

** Cf. The Department of Pastoral Care in
Health, 25 afios de Pastoral de la Salud en Es-
pafia. Memoria de un largo camino (Edice,
1999), pp. 75-80.

» Testamento Vitale was published by the
Bishops’ Conference in March 1990 and since
then almost a million copies have been dis-
tributed.

* Its modus operandi was indicated in a
book published by the promoters of the pro-
gramme entitled ASISTENCIA A DOMI-
CILIO DE ENFERMOS TERMINALES.
Manual para el voluntariado y los familiares
(PPC, 1992).

> Cf. v. 34: ‘and he took care of him’ (cu-
ram eius egit; epemelhgh autou).

¥ Cf. v. 35.37: ‘take care of him’ (Curam
illius habe, EmpeAnOnt occvtov). ‘Go and do
likewise’ (Vade, et tu fac similiter; [Topevo
KOl GV TOLEL OLLOLMG).
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RODOLFO QUEZADA TORUNO

2. Palliative Care in the Light of the Death
and Resurrection of the Lord

The subject that I intend to ad-
dress is that of ‘palliative care in the
light of the death and resurrection
of the Lord’. It offers me an oppor-
tunity to show that solely in the
light of the Christian meaning of
pain, of suffering and of death is it
possible to understand and accept a
human reality that for many of our
contemporaries is not only an expe-
rience without meaning but also an
enigma or a labyrinth in the full
sense of these terms.

From the point of view of Christ-
ian revelation, the Church has the
responsibility of making her own
contribution to a suitable under-
standing of all human realities and
especially those which, because
they are ‘limit situations’, challenge
the notions proposed by the emer-
gent anthropologies of the new mil-
lennium which are based solely on
concepts of efficiency and produc-
tivity. The culture of death, which
the Holy Father John Paul II has de-
scribed in so many ways over the
last decade, sees sick people, and
especially those who have no hope
of recovering from the infirmity or
illness to which they are subject, as
an encumbrance and a useless bur-
den for society. Christians, in con-
trary fashion, must proclaim the
Gospel of life, and especially in
those situations where the very
weak are incapable of defending, on
their own, their own rights and can
become authentic victims of other
human beings. I hope that T will be
able to demonstrate with these re-
flections that I will share with you
that the light that springs from the
paschal mystery of Christ the Lord
can illuminate in an appropriate
way the existential situation of so
many of our brothers and sisters
who, faced with illness, await those
actions that will allow them to live
out the last days of their lives with
that dignity that is specific to them
as persons and as children of God.

The Light Radiated by the
Paschal Mystery of the Lord

Those who have the immediate
gift of Christian faith know with
certainty that the culminating point
of divine revelation and God’s infi-
nite love for men is to be found in
the paschal mystery of Jesus Christ
our Lord. Christ offered his own
life and his own death (paradoxi-
cally on the scaffold of the cross)
for the salvation of the whole of
mankind. His sacrifice is an eternal
sacrifice. From that moment on-
wards, Christ who died on the cross
would be, according to the forceful
phrase of St. Paul, a stumbling
block and folly for those who do not
believe but the power and the wis-
dom of God for the believer.'

Like the disciples of Emmaus
we, too, must open ourselves to the
word of God in order to understand
the meaning of the death of the
Lord. In his dialogue with Nicode-
mus, Christ says these words,
which the Teacher of Israel would
certainly develop later: ‘For God so
loved the world that he gave his on-
ly Son, that whoever believes in
him should not perish but have
eternal life’.? The Lord himself, af-
ter rising from the dead, explained
to his disciples of Emmaus: ‘Was it
not necessary that the Christ should
suffer these things and enter into
his glory?’® And before the men
and women of all times the mean-
ing of the oblation of Christ to the
Father would be expressed in con-
cise form by the Apostle: ‘Christ
died for our sins in accordance with
the scriptures’,* and as the beloved
disciple, the only one of the disci-
ples present at the foot of the
Christ, would say: ‘By this we
know love, that he laid down his
life for us; and we ought to lay
down our lives for the brethren’.
‘Greater love has no man than this’,
he would write in his gospel when

transcribing the words of the Lord,
‘that a man lay down his own life
for his friends’.’

These texts place us before the
reality of the fact that the real cause
of the passion and death of Christ
was love for all of us — sinners. For
this reason in the Christian catech-
esis — especially when faced with
the mystery of physical and spiritu-
al suffering and death — we must
preach ‘Christ crucified’® and with
the words of the prophet Isaiah
teach people to turn their gaze to
Christ who was ‘wounded for our
transgressions, he was bruised for
our inequities’.” This truth is the
central point of what we could call
drawing near in dialogue to, and
the real accompanying of, sick peo-
ple and all those who suffer (and in
a special way the dying), aware that
only in the passion and death of
Christ, and as we will see below in
his glorious resurrection, is it possi-
ble to discover a ‘why’ for these
dramatic companions of the human
condition from which, indeed, they
cannot be separated.

‘For Christ and in Christ’, the fa-
thers of Vatican Council II would
declare in Gaudium et Spes, ‘is illu-
minated the riddle of pain and
death, which outside his gospel op-
press us,’ in total darkness and even
desperation, as the Council text
adds: ‘when a divine instruction
and the hope of life eternal are
wanting, man’s dignity is most
grievously lacerated... riddles of
life and death, of guilt and of grief
go unsolved with the frequent result
that men succumb to despair.’®

In other terms, the full and ulti-
mate meaning of pain and death can
be found only in the light of faith
since, as St. Peter attests to before
being confirmed in his faith, human
reason is scandalised when faced
with the possibility in the plans of
God of suffering and death, and be-
cause of this deserves the grave re-
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buke of our Lord, indeed perhaps
the strongest rebuke that we find in
the gospels: ‘Get behind me, Sa-
tan!... for you are not on the side of
God, but of men’.’

His Holiness John Paul II gath-
ered together the Christian wisdom
of centuries — the wisdom of the
cross — in his encyclical Fides et
Ratio where he declares: ‘In the
New Testament, especially in the
Letters of Saint Paul, one thing
emerges with great clarity: the op-
position between ‘“the wisdom of
this world” and the wisdom of God
revealed in Jesus Christ... The cru-
cified Son of God is the historic
event upon which every attempt of
the mind to construct an adequate
explanation of the meaning of exis-
tence upon merely human argu-
mentation comes to grief. The true
key-point, which challenges every
philosophy, is Jesus Christ’s death
on the Cross. It is here that every at-
tempt to reduce the Father’s saving
plan to purely human logic is
doomed to failure. “Where is the
one who is wise? Where is the
learned? Where is the debater of
this age? Has not God made foolish
the wisdom of this world? (1 Cor
1:20) the Apostle asks emphatical-
ly... Man cannot grasp how death
could be the source of life and love;
yet to reveal the mystery of his sav-
ing plan God has chosen precisely
that which reason considers “fool-
ishness” and a “scandal”... The
wisdom of the Cross, therefore,
breaks free of all cultural limita-
tions which seek to contain it and
insists upon an openness to the uni-
versality of the truth which it
bears’."

In caring for the sick and those
who suffer, as is the case with any
other human reality, we cannot for-
get that the purpose of our lives as
Christians is to identify with Christ,
and that all of us, in one way or an-
other, are or will be participants in
his passion and death, and also in
his resurrection. From the opened
rib of the crucified Christ, repeated
the teachers of old, spring the
Church and the sacraments and as a
result channels of grace by which to
address — with serenity — any cir-
cumstance of our lives, however
difficult and painful it may be. For
this reason, in one way or another,
the Christian — knowing that the
ways of the Lord are inscrutable —
ends up by making the words of St.

Paul his own: ‘I have been crucified
with Christ; it is no longer I who
live, but Christ who lives in me’."
We thus encounter this other
transcendent dimension of pain and
death. Christ, in taking on (except
in sin) human nature, wanted to ex-
perience pains in his own body and
soul — tiredness, fatigue, weeping,
pain — and he transformed them in-
to a valuable way of expressing
obedience to, and love for, the will
of the Father. The Lord did not want
to remove pain from the horizon of
human life, but he eliminated its
poison, which was infinitely lethal
and corrosive and which made it re-
ally to be feared, and transformed it
into an incredible instrument that
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allows us to suffer with him and to
say with St. Paul: ‘Now I rejoice in
my sufferings for your sake, and in
my flesh I complete what is lacking
in Christ’s afflictions for the sake of
his body, that is, the church’."”

We thus come to Salvifici Do-
loris, about which the Holy Father
has spoken to us widely with his
Magisterium and his life: ‘But in
order to perceive the true answer to
the “why” of suffering, we must
look to the revelation of divine
love, the ultimate source of the
meaning of everything that exists.
Love is also the richest source of
the meaning of suffering, which al-
ways remains a mystery’."

But we should never forget that
our faith does not believe solely in
the passion and death of the Lord,
as if everything finished there.
Christ rose from the dead. From

that moment Jesus Christ has been
alive: he is yesterday, today and for
always. The truth of the fact that
Christ lives is what transforms hu-
man existence. Without this truth
any human project of service to oth-
ers, however noble it may be, is
shipwrecked. And this is not to
speak about caring for the sick who,
indeed, require so much love and
self-denial.

The resurrection of the Lord is, as
the Catechism of the Catholic
Church puts it, ‘the crowning truth
of our faith in Christ, a faith be-
lieved and lived as the central truth
by the first Christian community;
handed on as fundamental by Tradi-
tion; established by the documents
of the New Testament; and
preached as an essential part of the
Paschal mystery along with the
cross’.” But ‘if Christ has not been
raised, then our preaching is in vain
and your faith is in vain’, St. Paul
would declare.” In relation to the
subject being addressed in this pa-
per, our attempts to give a meaning
to illness, death and every kind of
suffering would also be in vain.

For a man who suffers, this truth
— if accepted and lived with pro-
found belief — is more radiant than
the light of the sun. The resurrection
of Christ is the foundation of our
faith and our hope, which even in
the most difficult situations illumi-
nates our existence with light and
warmth that are always new.

If we ask ourselves what sick
people most need, the answer is not
difficult — it is hope. We must know
with certainty that life — however
compromised it may be — deserves
to be lived, that human beings can-
not be classified according to
greater or lesser quality of life, that
everyone has a sacred value, and
that all suffering has a meaning.
This is not a fatalistic solution in the
face of the inevitable, as indeed
John Paul II has also pointed out:
‘authentic Christian hope has noth-
ing to do with fatalism or fleeing
from history. On the contrary, it is a
stimulus to concrete commitment,
looking at Christ, God made man,
which opens up to us the way of
heaven’."

We Christians know with certain-
ty that ‘here we have no lasting
city, but we seek the city which is to
come’,"” because ‘we are made for
heaven’.”® If one lives by faith
everything has meaning. Naturally,
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the fact that we are made for heaven
cannot, for the Christian, be a pre-
text for forgoing noble earthly tasks
and the efforts to improve them. On
the contrary: a very concrete ex-
pression of this undertaking lies
specifically in palliative care,
which is, indeed, the subject of this
international conference.

If we live and transmit these
truths we will ensure that illness,
and specifically terminal illness, is
not only a challenge but in a certain
way also an encounter with God
and a divine adventure for he or she
who is suffering such illness and
those that are responsible for help-
ing him or her at that difficult mo-
ment.

Spiritual Care: an Essential
Component of Palliative Care

The sick person, although at a
terminal stage of life, in an absolute
ways keeps his or her sacred digni-
ty as a human person. For this rea-
son, he or she requires careful atten-
tion at all levels: the medical, the
social, the psychological and so on.
His or her family requires special
care. I will not dwell upon this as-
pect, which will be addressed else-
where during this international con-
ference.

I would like, instead, to refer, at
least briefly, to forms of palliative
care of a spiritual character. The
spiritual care that can be offered to a
sick person is not only a need that is
felt but also a fundamental right of
every sick person, with the exis-
tence of a consequent responsibility
on the part of those who are looking
after that person and in particular
those whom we know as workers in
the sphere of pastoral care in health.
Emphasis should be laid on the fact
that we are not dealing here solely
with helping the chaplains of a hos-
pital, or of a centre that provides as-
sistance, in performing their tasks,
or other Catholic priests or minis-
ters of other confessions who work
with them, but rather with active
co-operation through the formation
of a real palliative care team in
which spiritual care constitutes a
priority.

As an international authority in
the field of nursing has written: ‘re-
spect for the spiritual needs of the
patient and help in satisfying them
form a part of the basic forms of

nursing care, in every circumstance.
Although essential for the well-be-
ing of people who are in a state of
good health, religious practices are
even more indispensable in the case
of illness. The concept of doing
everything possible to ensure that
the patient can practice his or her
religion pre-supposes a series of
specific activities that cannot be
listed here. However, I will refer to
some of the most evident: helping
the patient to go to a chapel or a
place of worship, working to ensure
that the patient can be visited by a
minister of his or her religion, giv-
ing him or her the opportunity to
speak with that minister and allow-
ing him or her to receive the sacra-
ments that are a part of his or her re-
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These recommendations directed
towards nursing staff must be sug-
gested to all the staff of the various
medical teams that engage in pallia-
tive care. They should also be a
concrete objective for the members
of the patient’s family and all those
who accompany the sick person. A
common objection may be made
which argues that medicine can no
longer do anything for a patient at
the terminal stage and that because
death is near greater care is not re-
quired. But specifically for this rea-
son it is the duty of everyone to ac-
company the sick person until the
end, providing that person with
company, helping him or her to
pray, and above all else using all the
means that are available to ensure
that he or she grasps the supernatur-

al meaning of his or her pains and
suffering. This kind of support, and
in a special way in the case of be-
lievers, with the presence of a priest
or a minister of their religion, is,
without any doubt, a priority and of
fundamental importance, not only
as regards the efficacy of the sacra-
ments that are received, in the case
of Catholics as we will see below,
but also, at the level of principle,
because of the inestimable human
support that they imply not only for
the sick person but also for his or
her family.

I cannot but also mention, as re-
gards spiritual care for sick
Catholics, the very important Mari-
an dimension. Such a simple, brief
and beautiful prayer as the ‘Hail
Mary!” is of great comfort and if the
patient can do this without too
much discomfort it would be advis-
able to help him or her to recite the
Holy Rosary or at least to do so in
his or her mind. This paper of mine
does not have the purpose of
analysing the Marian dimension in
pastoral care for the sick or the im-
portance at all levels of the Rosary,
which is a centuries-old prayer rec-
ommended by the Supreme Pontiffs
and in a special way by His Holi-
ness John Paul I1.*° As regards the
subject that is being addressed here,
it is sufficient to observe that since
time immemorial we have called on
Mary to pray for us now and at the
time of our deaths.

It may be equally very useful in
relation to spiritual care and as an
integral and essential part of pallia-
tive care that at a national level, and
in all countries, certain concrete ob-
jectives and tasks suggested by
bishops’ conferences are proposed.
First of all, there should be imple-
mented a profound, and as far as
possible an attractive, catechesis on
death, pain, suffering, and so forth.
Then there should be a rediscovery
of Anointing as a sacrament for the
sick, and viaticum as Eucharist for
the passing over from this life. Last-
ly, centres that provide overall help
to terminal patients should also be
promoted and developed.”

To conclude, I would like to re-
turn to the perspective offered to us
by the paschal mystery of our Lord
Jesus Christ as regards the place the
sacraments occupy in care for sick
people at the terminal stage of their
lives. We well know that the sacra-
ments can be sub-divided into the
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sacraments of Christian initiation,
the sacraments of healing, and the
sacraments that are at the service of
the communion and the mission of
the faithful,”> and that each one of
these sacraments makes us partici-
pants in the death and resurrection
of the Lord, and as a result, of the
intimate life of the Trinity. All sev-
en sacraments, therefore, must be
part of a form of pastoral care for
the sick that may be termed ade-
quate. Yet I would like to refer here,
because of the special importance
of palliative care, to the sacraments
of penance, the holy Eucharist and
Anointing of the Sick.

The sacrament of penance was
instituted by Christ ‘for all sinful
members of the Church: above all
for those who, since Baptism, have
fallen into grave sin, and have thus
lost their baptismal grace and
wounded ecclesial communion’.”
The most important of the effects
that this sacrament produces is rec-
onciliation with God. When receiv-
ing this sacrament with a contrite
heart and in the due conditions, one
obtains as a consequence ‘peace
and serenity of conscience with
strong spiritual consolation’.** The
believer receives the passion and
death of the Lord as his or hers, and
this is a ‘true spiritual resurrection’
that identifies him or her with
Christ. Although one cannot argue
that all terminally ill people have
been distanced from God, could we
not affirm, were this their condition,
that the most important thing for a
sick person to whom medicine can
offer no prospect of a cure is specif-
ically that of receiving through the
ministers of the Church a sacrament
that makes him or her pass over —
spiritually — from death to Life? In
this sense, the importance of receiv-
ing this sacrament often during the
course of the illness should also be
emphasised and appreciated.

With regard to the Eucharist, in
addition to it being frequently re-
ceived during the various stages of
illness, the Church has also estab-
lished, at the least since the Council
of Nicea, that nobody who is about
to leave this world should be de-
prived of the last and necessary Vi-
aticum. This communion per mod-
um viatici is prescribed by the Code
of Church Law® and also expressed
in the Ritual of Anointing and Pas-
toral Care of the Sick. At the time of
the Year of the Eucharist, the Holy

Father recommended that parishes
should dedicate themselves regular-
ly and worthily to bringing Holy
Communion to the sick and that all
pastoral workers should be con-
cerned to make the doctrine of Vi-
aticum widely known about.

As regards the need, which has
already been mentioned in this pa-
per, to rediscover Anointing as a
sacrament for the sick, it is advis-
able to remember that Anointing is
the specific sacrament of ‘illness
and not only of the last moments of
life, to help the Christian patient
live this situation in conformity to
the meaning of his or her faith’.* It
is evident that in illness a Christian
man or woman calls on God for
special help that reaches him or her
specifically through this sacrament
whose effects could not be more
comforting. As a part of palliative
care, this sacrament ‘gives the grace
of the Holy Spirit to those who are
sick: by this grace the whole person
is helped and saved, sustained by
trust in God, and strengthened
against the temptations of the Evil
One and against anxiety over death.
Thus the sick person is able not on-
ly to bear suffering bravely, but also
to fight against it. A return to physi-
cal health may follow the reception
of the sacrament if it will be benefi-
cial to the sick person’s salvation’.”

I would like once again to quote
from the Catechism of the Catholic
Church because it presents a part of
that light, beginning with the death
and resurrection of the Lord, that
fills us with its splendour: ‘In addi-
tion to the Anointing of the Sick, the
Church offers to those who are
about to leave this life the Eucharist
as viaticum. Communion in the
body and blood of Christ, received
at this moment of ‘passing over’ to
the Father, has a particular signifi-
cance and importance. It is the seed
of eternal life and the power of res-
urrection, according to the words of
the Lord: ‘He who eats my flesh
and drinks my blood has eternal
life, and I will raise him up at the
last day’ (Jn 6:54). The sacrament
of Christ once dead and now risen,
the Eucharist is here the sacrament
of passing over from death to life,
from this world to the Father’ (cf. Jn
13:1).%

‘It can be said that Penance, the
Anointing of the Sick and the Eu-
charist as viaticum constitute at the
end of Christian life ‘the sacra-

ments that prepare for our heavenly

homeland’ or the sacraments that
95 29

complete the earthly pilgrimage”.
And is not the central goal that we
must achieve in all our efforts in the
field of palliative care that of end-
ing the pilgrimage of our dear pa-
tients at the terminal stage of their
lives in a luminous way? I believe,
in the light of the love that is ex-
pressed to us in the death and resur-
rection of the Lord, that this is
specifically what we should do and
ensure that many people do.

H.Em. Card. RODOLFO
QUEZADA TORUNO

Metropolitan Archbishop of Guatemala,
Guatemala.
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3. The Anointing of the Sick and Viaticum

Introduction

Faced with the responses as to
how many sacraments there are, we
would not be mistaken if we stated
that for many of the faithful the
number varies according to the in-
formation they have and their be-
liefs. If we then ask what the sacra-
ments of the Anointing of the Sick
and Viaticum mean, we realise that
it is often the case that many of the
faithful do not know how to answer
or have confused if not indeed mis-
taken ideas about the meaning and
the importance of these instruments
of grace.

The Sacrament of the Anointing
of the Sick

As the Fathers have taught ever
since the beginning of the Church, a
fundamental testimony to this
sacrament is to be found in the letter
of St. James (5:14-16)." But even
more significant is what we find in
the history of charity towards the
sick, even though different forms of
celebration down the centuries
should be registered. Indeed, there
have been two kinds of practice that
have led the Church to celebrate
this sacrament for the sick and for
the dying. In the second case one
can state that there has been an idea
that is not completely correct of the
various rubrics. Hence the tradition,
which was developed above all be-
tween the Council of Trent and the
Second Vatican Council, of giving
this sacrament (the anointing of the
Sick) only to those who were about
to die, thereby creating the idea that
when the priest came... there was
nothing else that could be done.

Although the Council of Trent
clarified important points of doc-
trine as regards this sacrament, it is
nonetheless the case that the Ritual
of Paul V, which was promulgated
in 1614, was not fully appreciated

despite its pastoral-theological and
charitable richness as regards the
sick and the dying, for whom it es-
tablished different rites, namely:
visiting the sick, the sacrament of
anointing and prayer for the dying,
and Viaticum and prayer for the
sick person who had just died.”

When we read with care the
whole of the liturgical patrimony of
prayers in the ancient sacramen-
taries, we realise that in such
prayers the physical recovery of the
sick, and thus their health, is prayed
for, with the expression of joy and
thanks to God for the healing ob-
tained thanks to His goodness and
fullness of mercy.

The liturgical movement that
arose at the beginning of the twenti-
eth century involved the rediscov-
ery of the importance and the dis-
tinction of the sacrament of the
Anointing of the Sick as compared
to Viaticum. Subsequently, it was
the debates of the Bishops during
the Second Vatican Council that
promoted a reform of liturgy in this
area that was more suited to making
the faithful more aware of the
meaning of these sacraments. Of
fundamental importance was the
question of the denomination ‘ex-
treme unction’ (for the end of life)
or ‘the anointing of the sick’ (for
cases of illness). The various Fa-
thers of the Second Vatican Council
who expressed an opinion on the
subject strongly defended their po-
sitions by presenting reasons of a
dogmatic or pastoral character, re-
ferring to Scholastic theology or
their experience at the side of sick
people, or alluding to Church law or
the liturgical sources.® In the liturgi-
cal Constitution Sacrosanctum
Concilium (SC) there are three sec-
tions that deal with different sub-
jects. One of these, for example, is
the name of the sacrament. This
Constitution declares that ‘the
Anointing of the Sick’ is preferable
because it brings out more effec-

tively the peculiarities that are in-
volved. As the subjects of the sacra-
ment, the Constitution indicates
those who are gravely ill and thus
not only the dying (SC, 73). With
reference to the order of sacraments
to which this sacrament belongs,
the traditional order of Penance,
Anointing and Viaticum is retrieved
(SC, 74), an order that in a certain
sense reproduces the category of
sacraments of Christian initiation,
namely Baptism, Confirmation and
the Eucharist, as the Catechism of
the Catholic Church would subse-
quently declare (CCC, 1212). The
Constitution also observes that the
rite of celebration should be re-
viewed both as regards the number
of anointings to be administered
and the texts of the prayers so as to
express the meaning of this sacra-
ment in a better way (SC, 75).

In Lumen Gentium* emphasis is
placed on the ecclesiological di-
mension, and also on the Christo-
logical and anthropological dimen-
sions, whereas in Orientalium Ec-
clesiarum® sacramental intercom-
munion is also accepted in the case
of anointing. It should, however, al-
so be pointed out that in the docu-
ments of the Second Vatican Coun-
cil that were promulgated after
Sacrosanctum  Concilium  this
sacrament is referred to with the de-
nomination ‘the Anointing of the
Sick’, in the same way as the new
Ritual of 1972 had the title Ordo
unctionis infirmorum eorumque
pastoralis curae®, (that is to say ‘the
sacrament of the anointing of the
sick and their pastoral care’), which
came to be expressed by the
acronym ‘OUTI’.” Thus, whereas the
typical edition of the Latin Ritual
comes from the year 1972, the vari-
ous translations into contemporary
languages can be traced back to the
years that come immediately after-
wards.

We may now dwell upon this rit-
ual and above all on its theological,
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liturgical and pastoral premises,
given that the Praenotanda are to
be located within the continuity of
tradition and at the same time have
further theological-pastoral innova-
tions in relation to Sacrosanctum
Concilium.

The Apostolic  Constitution
Sacram unctionem infirmorum of
Paul IV, put before the Ritual, gives
its approval to the changes intro-
duced into the rite, and in particular
to the words of the new sacramental
formula and to the number of
anointings and the use of another oil
(as long as it comes from a plant).
Lastly, this Apostolic Constitution
introduces innovations into the dis-
cipline of repeatability: the sacra-
ment of the anointing of the sick
can be given to a sick person who
has already received it not only if he
or she falls sick again, as contem-
plated by the Code of Church Law,
but also if during the course of the
same illness the danger to the pa-
tient becomes more serious.*

With respect to the Anointing of
the Sick, in the above-mentioned
premises this is presented as a mo-
ment of the therapeutic activity of
Christ and is the principal sign of
his care. Indeed, we read of the
‘sacrament of anointing, which he
instituted and which is made known
in the Letter of St. James. Since
then the Church has never ceased to
celebrate this sacrament for its
members by the anointing and the
prayer of its priests, commending
those who are ill to the suffering
and glorified Lord, that he may
raise them up and save them (see
James 5:14-16). Moreover the
Church exhorts them to associate
themselves willingly with the pas-
sion and death of Christ (cf. Ro-
mans 8:17), and thus contribute to
the welfare of the people of God’
(OUI, n. 5). It should also be borne
in mind that ‘those who are serious-
ly ill need the special help of God’s
grace in this time of anxiety, lest
they be broken in spirit and, under
the pressure of temptation, perhaps
weakened in their faith. This is why,
through the sacrament of anointing,
Christ strengthens the faithful who
are afflicted by illness, providing
them with the strongest means of
support’ (OUI, n. 5).

If we look at the structure of the
celebration of this sacrament, we
can see that substantially it involves

‘the laying on of hands by the
priests of the Church, the offering
of the prayer of faith, and the
anointing of the sick with oil made
holy by God’s blessing’ (OUI, n. 5).

It is affirmed that through grace
the whole of a man receives help for
his salvation, he feels heartened by
trust in God and he obtains new
strength against the temptations of
evil and worry about death (cf.
OUI, n. 6). There is also emphasis
on the importance of prayer said
with faith, both of the Church
(through the minister) and above all
else of the sick person who receives
the sacrament (cf. OUI, n. 7).

The subjects of this sacrament
who may receive through it relief
and salvation are ‘those of the faith-
ful whose health is seriously im-
paired by sickness or old age’ (OUI,
n. 8). It is also specified, however,
that ‘a prudent or reasonably sure
judgement, without scruple, is suf-
ficient for deciding on the serious-
ness of an illness’ (OUI, n. 8). In ad-
dition to the possibility of repeating
the sacrament, it is observed that it
can be administered in the case of
an operation ‘whenever a serious
illness is the reason for the surgery’
(0OUI, n. 10).

The sacred anointing can be giv-
en to elderly people ‘if they have
become notably weakened even
though no serious illness is present’
(OUI, n. 11). Children can be given
the anointing ‘if they have suffi-
cient use of reason to be strength-
ened by this sacrament’ (OUI, n.
12).

As was done on a number of oc-
casions by the Fathers of the Sec-
ond Vatican Council, the Ritual also
refers to the catechesis and states
that ‘in public and private catech-
esis care, the faithful should be edu-
cated to ask for the sacrament of
anointing and, as soon as the right
time comes, to receive it with full
faith and devotion. They should not
allow the wrongful practice of de-
laying the reception of the sacra-
ment. All who care for the sick
should be taught the meaning and
purpose of the sacrament’ (OUI, n.
13).

It is stressed that the minister of
the sacrament is a priest (cf. OUI, n.
16),° and that the anointing is car-
ried out by spreading oil on the
forehead and the hands of the sick
person, but nothing forbids (taking

traditions into account) the number
of anointings being increased or the
place where it is carried out
changed. However, where this is
necessary a single anointing can be
made (cf. OUI, n. 23), with the
complete formula: through this
holy anointing may the Lord in his
love and mercy help you with the
grace of the Holy Spirit. May the
Lord who frees you from sin save
you and raise you up’ (OUI, n. 25).

If we try to ascertain how the ap-
plication of the norms established
by the Ritual (subsequently also
sanctioned by the norms of the
Code of Church Law of 1983) has
become increasingly concrete, we
may evaluate some documents is-
sued by Bishops’ Conferences, by
diocesan synods or by individual
Bishops, especially in relation to
Europe."

We can immediately observe, for
example, how the French Ritual,
‘Sacraments for the Sick, Pastoral
Care and Celebration’ (1977) al-
ready has outwardly a different ap-
proach to that of the Editio Typica.
This document is divided into two
parts that correspond to the follow-
ing criteria: 1) pastoral care for the
sick (visits, the Eucharist, the
Anointing of the Sick); 2) care for
the dying (Viaticum, the continual
rite, confirmation, commending of
the dying). The Ritual also proposes
four forms of celebration that take
into account the physical and spiri-
tual conditions of the sick person
and of those that are looking after
him or her."
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As regards the Ritual issued by
the Spanish Bishops’ Conference,"
emphasis should be laid on the
premises made by the Bishops in
this document who observe that
pastoral care for the sick has its cul-
minating point in the celebration of
the sacraments, as a result of which
‘it should be emphasised that a
good celebration in which there is
the active participation of the pres-
byter, of the sick person, of his or
her family and the Christian com-
munity, will always be the best cat-
echesis for the people of God and
will always be above any other ac-
tivity in this field’."”

In relation to the Anointing of the
Sick, they declare that ‘it is a specif-
ic sacrament of life and not of
death. This is shown through the
new sacramental formula and all
the prayers orientated towards the
most genuine Tradition for the
health and recovery of the sick per-
son. The net distinction from Vi-
aticum as the sacrament of the pas-
sage from this life, helps to locate
the Anointing of the Sick in its
proper place’."

The anointing, they continue, ‘is
the sacrament of the sick and the
sacrament of life, a ritual expres-
sion of the freeing action of Christ
who invites and at the same time
helps the sick person to take part in
it. The catechesis will be not very
effective or it will even be useless if
sacramental practice contradicts it
by leaving its celebration to the last
moment of life’."”

“The Anointing of the Sick, as a
sacrament of life, must help a per-
son to live out his or her illness with
a sense of faith, and this is very dif-
ferent from helping a person to die
well; the sick person must see in the
anointing not the guarantee of a
miracle but a source of hope’.'®

As a sacrament of recovery, pas-
toral care must prepare the sick per-
son for his or her reintegration into
ordinary life when returning to his
or her normal activity after experi-
encing a special encounter with
Christ. A ‘post-sacrament’ pastoral
care will enable him or her to dis-
cover the urgent need to live out his
or her relationship with God and
with his or her brethren in a more
Gospel-based way, and he or she
will be linked in a deeper way to
that Christian community to which
he or she will now give witness of

his or her faith, after receiving from
that community the gift of consola-
tion during illness."”

It is also observed that ‘the cele-
brations presided over by the Bish-
op with sick people from various
places are very important. With a
suitable catechesis such celebra-
tions can enable people to rediscov-
er the importance of the sacrament
and the role of every member of the
Christian community in the pastoral
care of illness’."®

In 1975 the Austrian Episcopate
issued its document on pastoral care
for the sick and the sacrament of the
Anointing of the Sick and observed
in the first instance the example of
Christ, and then the action of the

$3.EGIDIVS SR E.
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Church which has also been con-
cerned about our sick brethren. In-
deed, the document states: ‘the goal
at which the renewal of pastoral
care for the sick aims is to offer
valid help so that the sick person ac-
cepts his or her state of illness,
which often involves his or her soul
and religiosity. This sacrament is
made up above all else of anointing,
which as a new rite has lost the
function of the sacrament of
death’."”

It is made clear once again that
the sacrament is for the sick and not
for the dead: ‘the Anointing of the
Sick can only be administered to
the living. No sacrament exists for
the dead, and thus a dead person
cannot receive the sacrament of
anointing... Thus the sacrament
can be administered to unconscious

people only if it is assumed that the
sick person, if he or she were fully
conscious, would have wanted to
receive it. Thus the priest, in order
to avoid any misunderstanding,
should address the relatives of the
sick person for clarification on the
matter’.”

From this it follows that ‘the
sacrament of the Anointing of the
Sick can be received in every case
of grave illness, when existence is
endangered. As has often been re-
peated, it is necessary to abandon
once and for all the common prac-
tice of waiting for signs of immi-
nent death before imparting this
sacrament’.”!

Usual care for the sick requires
not only the administration of a
sacrament but also bringing help to
the sick person, visiting him or her,
doing what makes him or her hap-
py, and in addition ‘one should do
what is possible so that with the en-
tering into operation of the new rite
anointing becomes a feast of hope
and not, as it has been hitherto, a
frightening ‘extreme unction’. For
sick people it must become a sacra-
ment that is well accepted, and in
the community, in hospitals and rest
or nursing homes it should be a dai-
ly fact of normal administration. If
possible, care should be taken not to
marginalise the sick person by dis-
tancing him or her from normal
life’.”

With respect to Italy, the docu-
ment of the Synod of Brescia goes
back to 1990. This Synod published
its Vademecum per la celebrazione
dei sacramenti (‘Vademecum for
the Celebration of the Sacraments’)
in which, among other things, it is
established that after a suitable cat-
echesis it is advisable to propose
one or more communal celebrations
of the Anointing of the Sick during
the course of the liturgical year,
privileging the time of Advent (so
that the aspect of watching and
waiting for the Lord Jesus as an ap-
proach of the believer is perceived)
and of Easter (because the truth of
the resurrection in the light of the
Cross is brought out with greater
force).

In June 1997 the Archbishop of
Brussels, Cardinal Danneels, after
other pastoral writings, returned in
a specific way to the Anointing of
the Sick. He pointed to Reconcilia-
tion, the Anointing of the Sick and
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the Eucharist as sacraments of heal-
ing and as a condensation of the
care that the Church has for the hy-
giene of her people. They are the
ministry of health of the Church:
moral health, physical and psycho-
logical health, but also spiritual
health.”® Nowadays, he observed,
there is a gap between medical
technology and a return of healers.
Indeed, ‘on the one hand medical
technology reduces illness to its
quantifiable aspects (temperature,
number of globules...) and to ency-
clopaedic definitions, whereas the
therapy of ‘healers’ reduces illness
to its mythical and magical aspects
(the influence of spirits, forms of
sorcery...). But, he specified, the
Anointing of the Sick is neither a
technique of healing nor magic: it is
a sacrament. Illness, as a human
phenomenon, affects the whole of
the person and goes beyond the
quantitative aspects. An overall ill-
ness must be matched by an overall
healing that includes both the body
and the psyche, as well as social re-
lationships and the spiritual dimen-
sion’.*

The English Bishops Msgr.
Wheeler and Msgr. Moverly also
emphasise the difficulties that arise
in explaining the existence of pain®
but stress the communal aspect of
the Anointing of the Sick and go on
to observe: ‘the care of the Church
must be expressed not only in the
ministry of the priest who adminis-
ters the anointing but also in the
help of prayer of all those who are
present and those who can bring
spiritual help and consolation to the
sick’.* They end with an appeal:
‘every act of charity towards them
is a participation in the healing
work of Christ’.”’

Msgr. Grasar and Msgr. Brewer,
when expounding the theology of
the Anointing of the Sick,” point
out that in the new Ritual there is a
very fine revision that comforts and
encourages. Indeed, ‘the communal
celebrations, in which the sick are
brought into church and are anoint-
ed in the presence of the faithful al-
so helps them to understand that the
sacrament of the sick is not a pri-
vate matter. It concerns the whole
of the community, which ‘com-
mends them to the suffering and
glorified Lord so that he may light-
en their suffering and save them’.”
This link with the community

means that ‘through the priest who
anoints the whole ecclesial commu-
nity comes together with its prayer
and its loving care’, but, at the same
time, ‘through the laying on of
hands and anointing with oil the
sick are given the faculty to serve
the Lord in a different way and the
Church turns to them to have their
assistance and spiritual support’.*’

In conclusion, we can discover
how this sacrament can and must be
located specifically within overall
care in the case of palliative care,
given that — in this occasion as well
— the sacramental presence of
Christ and of the Church is very im-
portant for the comfort and the re-
lief of every patient who intends to
live out his or her experience in the
light of faith.

Viaticum

When we consider the historical
panorama of Viaticum,” we can
note that the practice of providing
the dying with the Eucharist as food
for the voyage into eternity is an-
cient. The Eucharist associates the
person with the paschal exodus of
the Lord and works all its efficacy
as a ‘medicine of immortality’ (Ig-
natius, Ad Smirn., 3).

The first explicit testimony to the
giving of Viaticum to the dying,
which comes from the time of St.
Diogenes of Alexandria (264 AD),
relates to an old man, Serapione,
who had become a lapsus during
persecution and had fallen gravely
ill. He sent his grandson to ask a
priest to come and give him Recon-
ciliation. The priest could not go be-
cause it was night-time and even
more because he was ill, and so he
thought that he would meet the di-
rectives of his Bishop on Reconcili-
ation if he sent a piece of the Eu-
charist to the sick man by office of
the boy with the suggestion that it
be made damp before putting it into
the mouth of dying man. The boy
carried out the order, the elderly
man swallowed the Eucharist, and
then died.

The testimony on the giving of
communion to those who for any
were reason were about to die finds
confirmation in canon 13 of the Ec-
umenical Council of Nicea (325
AD), by which penitents near to
death who ask for Reconciliation

must be given ‘the last and neces-
sary Viaticum’. And this was not an
innovation but in line with ‘ancient
and regular law’. Children fell un-
der the rule of giving communion to
those in proximity to death.

In the fourth century we have ev-
idence on the use of placing the Eu-
charist in the mouth of dying people
at the supreme moment, as emerges
from the account of the death of St.
Ambrogius (396 AD). His biogra-
pher Paolinus tells us that after re-
ceiving the Body of Christ ‘and
swallowing it, he expired carrying
with an excellent viaticum’. In the
sixth century the Statuta Ecclesiae
antiquae, in the case of a penitent
who was about to die, referred to
the priest ‘reconciling him... and
placing the Eucharist in his mouth’.

For this purpose was added giv-
ing communion to a dying man on
more than one occasion each day.
Numerous testimonies refer to the
last communion in two forms. Vi-
aticum sub utraque was facilitated
in monasteries by the practice of
taking the dying person into church
and giving him communion at the
Holy Mass celebrated deliberately
for him in his presence. This is de-
scribed as happening in the case of
St. Benedict (542 AD). On being
near to death, St. Benedict had him-
self carried into the oratory of the
monastery and ‘there corroborated
his departure by receiving the Body
and the Blood of the Lord’ (Grego-
rius, Dialog., 11, 37). In other cases,
given that it was not possible to en-
gage in such a practice, remedy was
made by celebrating Holy Mass at
the bedside of the sick person under
the formula of ‘Missa pro infirmo in
domo’.

At times, beginning in the sixth
and seventh centuries, Holy Com-
munion in these two forms also
took the form of intention. This
practice was continued for sick peo-
ple until even the fourteenth and fif-
teenth centuries, by which time it
was no longer carried out for the
healthy. The minister of Viaticum
until the fifth century and beyond
could be a member of the laity, and
this should be seen within the con-
text of the practice of keeping the
Eucharist and Communion at the
home of the faithful. From the
eighth century onwards, the min-
istry of Viaticum appears to be the
prerogative of priests or, in their ab-
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sence, of deacons, even if its admin-
istration by members of the laity
seems to have continued, as
emerges from the proscriptions,
prohibitions and condemnations
that we have from the eighth to the
tenth centuries.

Starting in the eleventh century,
the Roman death ceremonies men-
tion Viaticum in extremis: the rite of
Viaticum is connected with the rite
of the Anointing of the Sick, and it
slowly lost its special character as a
sacrament that prepared somebody
for death.

At the present time specific stud-
ies are not known about that have
examined Viaticum in the pre-
Council proposals and in the de-
bates in the general hall during the
Second Vatican Council. Some Fa-
thers considered above all the pos-
sibility of a renewal of the rite,
which then took place in the Ordo
unctionis infirmorum (1972). Vi-
aticum in the editio typica vaticana,
in relation to certain ritual aspects,
is dealt with after the sacrament of
anointing, but is also referred to in
the premises to nn. 26-29 and 30
(for the continuous rite: namely
Penance, Anointing and Viaticum).

First of all it is observed that
‘When in their passage from this
life Christians are strengthened by
the body and blood of Christ in Vi-
aticum, they have the pledge of the
resurrection that the Lord promised:
‘those who eat my flesh and drink
my blood have eternal life, and I
will raise them up on the last day’
(John 6:54). It is suggested that Vi-
aticum be received if possible dur-
ing Holy Mass, with communion in
the two forms, given that ‘commu-
nion received as viaticum should be
considered a special sign of partici-
pation in the mystery which is cele-
brated in the eucharist: the mystery
of the death of the Lord and his pas-
sage to the Father’ (OUI, n. 26).

It follows from this, specifically
because of this importance of the
Eucharist, that ‘all baptised Chris-
tians who are able to receive com-
munion are bound to receive vi-
aticum by reason of the precept to
receive communion when in danger
of death from any cause’, and pas-
tors must do this so that ‘the faithful
are nourished by it while still in full
possession of their faculties’ (OUI,
n. 27). But in addition to the paschal
significance of this sacrament, its

dimension in relation with baptism
is also emphasised. Indeed, ‘it is al-
so desirable that during the celebra-
tion of viaticum, Christians renew
the faith professed at their baptism,
by which they became adopted chil-
dren of God and coheirs to the
promise of eternal life’ (OUI, n. 28).

Ordinary ministers in normal or
emergency cases are indicated, with
exclusive responsibilities as regard
the rite.”

With regard to the continuous
rite,* in order to administer the
sacraments of Penance, Anointing
and the Eucharist in the form of Vi-
aticum to a sick person it is made
clear that this is when ‘sudden ill-
ness or some other cause has unex-
pectedly placed one of the faithful
in proximate danger of death’, but if
there is not sufficient time to ad-
minister all the sacraments as indi-
cated then ‘the sick person should
be given the opportunity to make a
sacramental confession, even if it
has to be a generic confession. After
this the person should be given vi-
aticum, since all the faithful are
bound to receive this sacrament if
they are in danger of death. Then, if
there is sufficient time, the sick per-
son should be anointed’ but ‘the
sick person who, because of the na-
ture of the illness, cannot receive
communion should be anointed’
(OUI, n. 30).

The new rite, although it empha-
sises certain instances connected
with the rubrics, stresses the advis-
ability of pastoral involvement in
order to take into account circum-
stances and individuals, with spe-
cial attention being paid to the sick
person, his or her family, and those
that are taking care of him or her
(cf. OUI, n. 128).

There is a suitable reference to
the baptismal significance of the
holy water,* to the proclamation of
faith (the Creed), and the Lord’s
Prayer before receiving Viaticum
(cf. OUI, nn. 157, 159).

Conclusion

When the situation of illness is
especially grave, indeed such as to
involve foreseeing the death of the
sick person, it is a very ancient
practice of the Church to provide
the dying person with the gift of the
Eucharist in the form of Viaticum.

To receive “Viaticum’ is to bear wit-
ness in a strong and especially sig-
nificant way to that faith to which a
Christian has been the heir ever
since his baptism (the baptismal di-
mension). Like food for the journey,
the Eucharistic Viaticum sustains
the dying person in the passage
from this life to the Father and pro-
vides him or her with the guarantee
of resurrection when faced with the
extreme loneliness of death (the es-
chatological dimension). Viaticum
is thus an act of real faith on the part
of dying people and of the love of
the community that is near to its
loved ones and comforts them at the
most difficult moment of their exis-
tence (the ecclesiological dimen-
sion).
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BONIFACIO HONINGS

4. Faith and Secularisation during
the Last Stage of Life

An analysis of faith and seculari-
sation during the last stage of life of
a sick person, appears, at first sight,
to be a paradoxical subject. This is
because these are two topics that
have very different characteristics.
Faith, in fact, is one of the three the-
ological virtues, and thus belongs to
the sphere of the sacred, of the reli-
gious, and of the transcendent. Sec-
ularisation, for its part, is one of
many cultural changes and thus be-
longs to the sphere of the profane,
the secular, and the immanent. Faith
and secularisation thus appear to be
existential realities that are not com-
patible, even for a parallel analysis.
At the most an alternative analysis
seems feasible, that is to say either
Jaith and the last stage of life or sec-
ularisation and the last stage of life.
However, an analysis in which faith
and secularisation converge appears
impossible. And yet specifically this
et-et analysis of faith and secularisa-
tion during the last stage of the life
of a sick person is a subject connect-
ed with palliative care that is dis-
tinctly feasible. Because they are
two realities that are not only op-
posed but also intertwined and inter-
related, they form a complementary
duality. However, in order to avoid
all misunderstandings, I would like
to make clear that between these
two realities there exists a specific
distinction: faith is not secularisa-
tion and secularisation is not faith,
and thus neither of these two can be
traced back to each other. Indeed,
the phenomenon of secularisation,
which is experienced by the Christ-
ian today, places his faith in a state
of crisis and also affects his theolog-
ical hope in relation to his present
life and his future life.! Moreover, in
human life in general and during its
final stage in particular, both faith
and hope take priority in an absolute
way. Thus, without excluding the
use of forms of care that belong to

secularisation, during the last stage
of life faith remains an absolute pal-
liative necessity. Hence the organi-
sation of this paper: first of all I will
specify certain reasons that underlie
the relationship between faith and
secularisation; then I will bring out
certain characteristics of the secular-
ist situation of the last stage of life;
and finally I will present the prima-
ry importance of care through faith
as the only transcendent reality that
provides holistic or overall pallia-
tive relief.

1. The Reasons Underlying
the Relationship between Faith
and Secularisation

Mankind is experiencing a new
period in its history; deep and rapid
changes are spreading throughout
the whole universe. Brought about
by the intelligence and active cre-
ativity of man, these changes have
repercussions for him, his individual
and collective judgements and de-
sires, and his way of thinking and
acting in relation to things and men.
The Fathers of Vatican Council Il re-
ferred to a real and authentic social
and cultural transformation with
consequences for religious and
moral life as well.* “Today, in an in-
dustrialised and secularised society,
many things have changed at the
level of both custom and mentali-
ty’.> It should be observed that this
social and cultural transformation
and these religious and ethical
changes have brought, and still
bring, with them by no means slight
difficulties, above all because of
contrasts. Indeed, although on the
one hand man increasingly expands
his scientific knowledge and techni-
cal power, on the other, he does not
always manage to place them at his
service. Mankind has never had
such wealth, at an economic level as

well, and yet a large part of humani-
ty still suffers from hunger and lives
in circumstances that are truly inhu-
man. Never before have men had
such an acute sense of their free-
dom, and yet new forms of slavery
are being established. One need on-
ly think here of the increasing social
phenomenon of drug addiction
amongst young people, the worry-
ing increase in alcoholism and
smoking amongst women, and so
forth. Immersed in these contrasting
conditions, many of our contempo-
raries no longer manage to identify
the eternal real values and to har-
monise them, as should be done,
with the process of secularisation,
which, indeed, is increasingly lead-
ing to secularism.*

Thus Pope Montini perceived the
need to explore in an explicit way
the intimate relationship between
evangelisation and the culture of
secularisation. In his Apostolic Ex-
hortation Evangelii Nuntiandi, after
exploring the dynamism of the Sec-
ond Vatican Council II in all its di-
rections and all its dimension, and
observing the various changes un-
derway, Paul VI reaches the conclu-
sion that to evangelise means taking
on and transfiguring cultures be-
cause they constitute the life of peo-
ples and of men. Culture is the syn-
thesis of the life of every people, its
memory, its way of being, its way of
living, its way of evaluating. Culture
embraces the behaviour of men with
other men, with nature, and with
God. The Church cannot be indiffer-
ent to peoples and their cultures. As
the people of God, the Church must
generate a Christian culture in the
heart of every people and all peo-
ples. The Church, as the people of
God, when she proclaims the
Gospel and when the faith is accept-
ed by peoples, becomes embodied
in those peoples and takes on their
cultures, thereby establishing not an
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identification with them but more a
close tie with them. For this reason,
concentrating his attention on the
sole reason for the existence of the
Church, evangelisation in relation to
the culture of our time, Paul VI
makes clear first and foremost that
culture and the cultures of men must
be evangelised not in a decorative
way, like a superficial coat of paint,
but in a living way, at a deep level,
and reaching to the roots.’ This in-
depth evangelisation also bears up-
on the roots of the economic-social
aspects because they are in a certain
sense the basic dimensions of every
cultural process. Faith and seculari-
sation are not, therefore, indepen-
dent spheres — quite the contrary. In-
deed, on the one hand, faith trans-
mitted by the Church is experienced
beginning with a pre-existent cul-
ture, that is to say by believers
deeply linked to a culture, and, on
the other, the construction of the
Kingdom cannot but draw upon the
elements of human culture and cul-
tures.® Cultures are not am empty
space, lacking in authentic values,
nor is the evangelisation of the
Church a process of destruction — it
is a process involving the consolida-
tion and strengthening of such val-
ues. Evangelisation is a contribution
to the growth of the ‘seeds of the
Word’ that are present in cultures.’
This positive relationship between
faith and culture implies that the
Church must be committed to an
adaptation, an up-dating, engaging
in the effort involving the tradition
of the Gospel message in the anthro-
pological language and the symbols
of the culture in which she finds her-
self.® In other terms, this means that
the evangelisation of culture and
this faith are challenged by a cultur-
al change and an entire world char-
acterised by a process of secularisa-
tion, which in turn is intimately
bound up with the progress of sci-
ence, technology and the change
represented by urbanisation. Culture
has been subjected to the advent of
industrial urban civilisation and
post-modern civilisation, which, in
their turn, are dominated by two
characteristics: knowledge based on
physics and mathematics and a
mentality based on efficiency. The
advent of this kind of civilisation
has threatened the very roots of
Christian culture because at the lev-
el of a historical process it still in-
volves the problems of liberalism

and materialism. I say ‘problems’
because in both we find located not
only the tendency towards a legiti-
mate and to be hoped for secularisa-
tion but also the deviation towards
secularism. However, modern cul-
ture, based upon the scientific and
technical mentality, promoted by the
great powers and marked by the
above-mentioned ideologies, seeks
to be universal. Peoples, specific
cultures, and various human groups,
are invited, indeed forced, to inte-
grate themselves into it.” All of this
underlines, in turn, the challenges
that the Church has to face. On the
one hand, in them are manifested
the signs of the times, on the other,
with ever greater urgency is im-
posed the evangelising task of the
Church to discern these signs so as
to be able to strengthen Christian-

human values and knock down the
liberalising and materialising idols
of the process of secularising mod-
ern culture in the direction of atheis-
tic secularism.”” The Fathers of the
Second Vatican Council perceived
this process in unequivocal terms:
‘Many of our contemporaries seem
to fear that if the ties between hu-
man activities and religion are bro-
ken, the autonomy of men, societies
and the sciences will be hindered’."
However, this fear is groundless, as
long, that is, as one distinguishes be-
tween relative autonomy and ab-
solute autonomy: ‘If by autonomy
of earthly things we mean that creat-
ed things and societies themselves
have their own laws and values
which man must gradually discover,

use and order, then one is dealing
with a legitimate need that is not on-
ly postulated by the men of our time
but is also in harmony with the will
of the Creator. Thus the methodical
research of every discipline, if it
proceeds in a truly scientific way
and according to social norms, will
never be in real contrast with the
faith because profane realities and
the realities of the faith draw their
origins from the same God’."

The Fathers of the Second Vatican
Council deplored certain mental at-
titudes, amongst Christians as well,
which had not sufficiently perceived
the legitimate autonomy of science,
thereby provoking conflicts and
controversies, such as to generate
the view that science and faith are
opposed.” However, if by the phrase
‘autonomy of temporal realities’ is
meant that created things do not de-
pend on God, and that man can use
them without reference to the Cre-
ator, then anybody who believes in
God will see how false these opin-
ions are. In fact, without the Creator
the creature vanishes. Indeed, the re-
moval of God deprives the creature
of light." From what has been said
hitherto on the relationship between
faith and secularisation, it follows
that the Church, in her evangelising
function, must proceed with great
prudence and with no less cautious
discernment. Invited not to destroy
but to help cultures to strengthen
themselves in their being and their
identity, the Church invites men of
every race and people to come to-
gether, through faith in Christ, in a
single and universal people of God.
She witnesses with satisfaction the
aspirations of mankind to universal
integration and communion because
this is in harmony with her Gospel
principles. Moreover, in addition to
approving this Catholic unity, the
Church also promotes and encour-
ages forms of communion between
cultures and forms of correct inte-
gration at the economic, social and
political levels.” All of this does not
mean that religious conscience is
connected with the forms of the
process of secularisation because
they are connected with the emer-
gence of science, technology and in-
creasing urbanisation. The shift to
secular civilisation does not lead to
the abolition of religion in general
and of the Christian faith in particu-
lar. It is certainly the case, and this is
the conclusion of this first part of
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this paper, that the process of secu-
larisation constitutes a challenge to
faith because with new forms and
structures it conditions the religious
conscience and Christian existence.
Secularised life brings out problems
that have hitherto been unknown.
The habitual ways of living and
structures of existence become up-
set, and the same may be said of the
conditions of life of religious man,
the faithful and the Christian com-
munity.'® The Church is thus chal-
lenged to renew her evangelisation
so as to allow her faithful and her
communities to live out their Chris-
tianity and their Christian faith in an
up-dated way. Thus it is of interest
to see how the Church harmonises
faith and secularisation in relation to
the last stage of the life of man.

2. Characteristics of the
Situation of Secularist Crisis
during the Final Stage of Life

Illness, pain and death have al-
ways been one of the most worrying
problems, not only for the human
conscience but also for the Christian
conscience. Christians, too, recog-
nise their importance and perceive
their complexity. Indeed, the beliefs
of family relatives, health care and
hospital personnel and are involved
in the crisis of values: not under-
standing the religious aspect and
thus the spiritual enrichment of ill-
ness and death, they distance for as
long as possible those signs and aids
of faith to which the sick believer
has a right. Today, practical difficul-
ties are raised to pastoral care for
sick people, especially during the
last stage of their lives. The secu-
larised contexts of the family, of
hospitals, and of nursing homes are
not always suitably open to the mes-
sage of the Gospel and thus to a re-
ception of theological faith and hope
of which the Church is a spokesman
and bearer. Thus the sick and the dy-
ing person often do not have a direct
evangelisation and are deprived of
the right to know — in a way that is
suited and proportionate to them —
the truth that concerns them."” This
is even more unjust when we think
that Christians, illuminated and sup-
ported by faith, have a way of pene-
trating more deeply into the mystery
of illness, pain and death, and a way
of addressing them with more vigor-
ous strength. From the words of

Christ they know, with absolute cer-
tainty, the meaning and the value of
the mystery of illness, pain and
death not only for their own salva-
tion but also for the salvation of oth-
er people and the whole world.
Christ himself, although he was
without sin, suffered in his Passion
sufferings and torments of every
kind, and made the pain of all men
his own. Presenting himself as the
Son of Man who was carrying out
the mission of the servant of Jeho-
vah, he fulfilled was written about
him in Isaiah.” He was the chosen
Son who through his obedience ac-
cepted death for his brethren —
mankind." For this reason, St. Paul
teaches that since we are all afflicted
and oppressed by pain and trials, it
is he, the Christ, who suffers in us,
his limbs. Moreover, these trials and
these pains are of short duration and
of small size when compared with
the eternal amount of glory that they
obtain for us.” As a result, the
Church sees in the suffering and
death of one, Jesus, who offered
himself up for everyone,” the
supreme moment in which are accu-
mulated in the Son, who presents
them to the Father, not only all the
scissions and sins of humanity but
also the centuries of painful history.
In this light of her faith, the Church
believes that she sees and welcomes
in the face of every suffering and
dying man, above all during his final
stage, the face of the suffering and
dying Christ on the cross. Thus illu-
minated and supported by faith,
Christians believe that they see, un-
derstand and welcome the face of a
dying person, the face of Christ, the
face of the Son of God who takes on
his sufferings and his death.”
However, it should not be forgot-
ten that in the design of God and His
providence man must struggle with
all his strength against illness in all
its forms and work in every way to
conserve that great good, his health,
in order to serve society and the
Church. And here we come up
against secularisation because not
only must a sick person fight against
illness: medical doctors and all
those who are involved in service to
the sick must do so as well. They
must never neglect anything that can
be done, attempted, or experimented
with in order to provide relief to the
body and the spirit of a person who
is suffering. The greatest knowledge
of medical science and the most ef-

ficient application of technical pow-
er must implement the words of the
Gospel in which Christ proposes
that man should be treated in his
wholeness as a human being.” Dur-
ing the final stage of life as well, the
forms of relief specific to ‘seculari-
sation’ must not be lacking, and this
is even more the case because med-
ical science, with its technical in-
struments, is today more than ever
before able to offer forms of pallia-
tive relief. I will not enter into the
practical details of this, which is the
task of other speakers who are much
more competent in this field than
me. I will point out only that every
form of relief cannot be separated
from a vision of man that perceives
‘in the corporeal dimension of the
individual the expression of a
greater spiritual good. Scientists
must understand the human body as
the tangible dimension of a unitary
personal reality, which is corporeal
and spiritual at the same time. The
spiritual soul of man, although not
tangible in itself, is always the root
of his existential and tangible reali-
ty, of his relationship with the rest of
the world, and as a consequence of
his special and inalienable value’.*
Now this value is never more funda-
mental and primary than during the
last stage of life, when science and
technology are obliged to surrender
to the mystery of death and give
way to the primacy of faith.

3. Faith: a Primary
Palliative Cure

In the contemporary world the
last stage of life forces increasingly
large numbers of people to ask
themselves essential questions
about the meaning of pain and
death, which continue to exist de-
spite every advance, and thus about
what comes after this life as well.”
Only Christ who suffered and died
on the cross can provide an answer
to these questions because there he
revealed his yearning to redeem
every man, all of man and all men.
In his suffering and his death Christ
himself, and through them the Fa-
ther, offers forgiveness to the whole
of mankind and expresses the mys-
tery of their grace, their mercy.” The
last stage of the life of man on earth
thus reveals, in the light of Christian
faith, that reconciliation with God,
the Absolute, takes place, paradoxi-
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cally, not through human power but
through human weakness, not with
the wisdom of this world but with
the foolishness of the cross, which is
the wisdom of God. Christ, through
his message, death and resurrection,
gave us his divine life — the unsus-
pected and eternal dimension of our
earthly existence.” The light of faith
reveals to us that there is a close re-
lationship between illness, pain,
death and the condition of sin in
which man finds himself because of
original sin, which originated in his
proto-relatives.” Jesus, who came to
take away the sin of the world, thus
paid special attention to the sick and
manifested to them his infinite mer-
cy, freeing from illness and infirmi-
ty all those who went to him with
faith or were brought to him trust-
ingly. The miraculous healing of

—

physical maladies is in the Gospel,
therefore, a sign of, and a prelude to,
liberation from sin.® Thus in the
Body of Christ, the Church, if one
member suffers, all the others suffer
with that member.” It is therefore a
very good thing if all the baptised
take part in palliative care intended
to alleviate every human need,
above all during the terminal stage
of life. All Christians must make the
care and charity of Christ and the
Church towards the sick in general,
and people who are in the last stage
of life in particular, their own. Each
person must take care in a con-
cerned way of sick people according
to the special task of his own state
and his specific responsibilities. In
this service of charity, family rela-

tives and those involved in the treat-
ment of the suffering and the dying
have a special task. They must com-
fort such people with words of faith
and shared prayer, turning them to
the suffering and glorified Lord, ex-
horting them, indeed, to unite them-
selves spontaneously with the pas-
sion and death of Christ so as to con-
tribute to the good of the people of
God.” This is why during the termi-
nal stage of life the most suitable
form of palliative care is the light of
faith. This is the moment to suggest
words that are able to help sick peo-
ple to understand the meaning of
their terminal situation; to exhort
them to allow themselves be guided
by the light of faith that leads them
to unite themselves with the suffer-
ing Christ, sanctifying with their
prayer that time that still remains be-
fore their face-to-face encounter
with him. The moment has come for
the divine invitation to give to the
remaining immanent cronos of
earthly life its value of being a tran-
scendent chairos of celestial life.
The historic moment has come
when secularisation must open up to
the meta-historical moment of faith.
The human person has now, more
than ever before, reached the mo-
ment when he can welcome with
theological faith and trust the sacra-
mental gesture of the merciful love
of Jesus, to entrust himself, that is to
say, to the most efficient form of
palliative care. I am referring to the
special gift of grace, the sacrament
of the anointing of the sick. Estab-
lished by Christ, ‘the physician of
body and spirit’, the sacrament of
the anointing of the sick was pro-
claimed by St. James with the fol-
lowing phrases: ‘Is any among you
sick? Let him call for the elders of
the Church, and let them pray over
him, anointing him with oil in the
name of the Lord; and the prayer of
faith will save the sick man, and the
Lord will raise him up; and if he has
committed sins, he will be forgiv-
en’.” The formula that accompanies
the anointing reads: ‘Through this
holy anointing and his most pious
mercy may the Lord help you with
the grace of the Holy Spirit, and
freeing you from your sins may he
save you and in his goodness raise
you up’.* We well observe the em-
phasis on the primacy of faith in the
most overall palliative care celebrat-
ed by Jesus himself: it is help for the
whole of the man, undivided living

being, to achieve his overall salva-
tion. ‘The sacrament wants to be a
remedy for the body and spirit of
every Christian, whose health is se-
riously compromised by illness or
old age. The two elements, the cor-
poreal and the spiritual, which are
always by their nature connected,
must be borne in mind when one
wants to understand the sign and the
sacramental grace of the anointing
of the sick. Physical illness, in fact,
aggravates the spiritual fragility,
specific to every Christian, and
could lead him, without a special
grace from the Lord, to a selfish
closing up within himself, to rebel-
lion against Providence, and to des-
peration’.** All of this brings out
that palliative care par excellence,
based upon faith, consists in the per-
sonal presence of Christ in the sick.
He who, like no other man, knows
suffering and dying, is near to him to
give him strength and help him to
maintain his trust in God the Father
and be patient towards his fragile
body, which is destined for resurrec-
tion. Strengthened by trust in God,
the terminally ill person obtains the
strength to defeat the temptations of
evil and worry about death.” The
Fathers of the Second Vatican Coun-
cil add that together with Christ the
whole of the Church is present and
at the side of the sick person. “With
the sacred anointing and the prayer
of priests the whole of the Church
commends the sick to the suffering
and glorified Lord so that he may
lighten their sufferings and save
them’.** Through his sacramental
palliative care, Jesus communicates
the grace of the Holy Spirit, whose
specific effects are the relief and the
reinvigoration of the sick person,
the reunification of his being, which
has been lacerated by illness, the un-
derstanding of its meaning, and help
so that it can be experienced in a
healthy way.”’” All of this stakes
place above all else during the ter-
minal stage of life. Indeed, ‘when
the illness is destined in the design
of God to lead on to death, then the
sacrament will increase faith and
hope in the sick person so as to give
him the strength to address the final
trial. Through the dynamic presence
of the risen Lord and his vivifying
Spirit, the anointing will be the ac-
tive sign of the last and definitive in-
sertion into the Easter of the Lord.
In this way, the sacrament will be
preparation for that definitive victo-
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ry over evil and death that will com-
plete the assimilation to Christ be-
gun with baptism’.* Two things are
by now luce clarius: the first relates
to the immanent limitation of secu-
larisation; the second concerns the
transcendent primacy of faith. As re-
gards faith, it is evident that it is nec-
essary for palliative effects, above
all the sacrament of the sick. Faith is
necessary not only for efficient co-
operation on the part of the termi-
nally ill patient but also so that the
prayers of the priest and the commu-
nity have their hoped for efficacy.
For this reason, those who take part
in the celebration of the sacrament
are invited to a participation of hum-
ble and deep faith that is at the same
time a full self-abandonment of trust
and confidence in the merciful love
of the Father.” Secularisation can no
longer not admit its scientific and
technical limitation. Faced with ter-
minal illnesses, and thus with death,
only the primary palliative care of
faith is able to give true meaning to
suffering and death — the passage to
eternal life. The therapeutic limita-
tion of secularisation should lead us
back to the unlimited salvific hori-
zon of theological life. Secularisa-
tion would thus recognise its rela-
tive autonomy because it would
show itself open to the fullness of
future life, giving existential actual-
ity to the strong desire of St. Paul to
leave this earthly world so as to be
always with Christ.*” Secularisation
converges with the faith of the
Church, which, with Peter, provides
a reason for the hope that is in us.*
In a special way, the Church repeats
with St. Paul to those who suffer and
are about to die the Gospel of the
resurrection so that we ‘may not
grieve as others do who have no
hope’*. The terminally ill will not
only not feel alone, separated, or
useless, but will become increasing-
ly aware that they are called by
Christ to be his living and transpar-
ent image and to work with him for
universal salvation. Specifically for
this reason, it should be proclaimed
more than ever before that when
secularisation can no longer offer
anything else but the immanent care
of the hopelessness of secularism,
1.e. ‘euthanasic’ death, faith is able
to offer the transcendent care of the
hope of Christianity, the crossing
over to eternal life. When medical
science closes the window to every
therapeutic hope, faith throws open

the door to the palliative care of the
salvific message of Christ.

I would thus like to conclude with
the following words: ‘Most merciful
God the Father, who knows the
hearts of men and welcomes the
sons and daughters that return to
You, have pity on them during the
last stage of their lives, ensure that
holy anointing with the prayer of
our faith sustains them and comforts
them, so that in the joy of Your for-
giveness they abandon themselves
with trust in the arms of your mercy.
For Jesus Christ, Your Son and our
Lord, who overcame death and
opened to us the way to eternal life,
and lives and reigns with you for all
centuries to come. Amen’.”
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5. Proportionate and Disproportionate Treatment,
Exaggerated Treatment and Palliative Care

Whoever reads the history of
mankind is struck by its ambiguity.
What appears not only to have the
appearance of progress really does
constitute progress, thereby provid-
ing a possibility to solve problems
that were previously thought to be
insoluble, by no means rarely cre-
ates new problems. The same hap-
pens with scientific progress in the
medical field. The introduction of
anaesthesia in 1840 made surgery
possible. The application of radio-
therapy in the 1920s and
chemotherapy in the 1950s of the
twentieth century provoked an
earthquake in the treatment of ma-
lign tumours. The discovery of
sulphonamides and antibiotics,
starting in the 1930s and the 1940s,
which opened a breach in the fight
against bacterial infections, and the
development of systems for pul-
monary ventilation in the post-Sec-
ond World War period, gave med-
ical doctors the possibility of sav-
ing the lives of many patients
whose conditions would previously
have been considered desperate.

However, the possibility of pro-
longing life has raised new ethical
questions that were previously un-
known. One can certainly prolong
life but such an undertaking has not
always been a reason for unbound-
ed happiness. I remember that in
the 1970s, during my studies in
medicine at the University of Ams-
terdam, in the neurology depart-
ment of the university hospital
some patients received artificial
respiration for more than five
years. With the passing of time a
deep doubt gained ground: should
we really continue with artificial
respiration? To what end? What
possibility is there that the patient
will recover consciousness? On the
other hand, the question arose as to
whether it was licit to ‘take out the
plug’. Many will still remember the

vigorous debate about the Karen
Ann Quinlan case during the
1970s: would the interruption of ar-
tificial respiration in the case of a
patient who is not capable of au-
tonomous breathing, thereby bring-
ing about his or her death, not be
equivalent at an ethical level to
causing death?

The Resistance to Exaggerated
Treatment and its
Consequences for the Debate
on Euthanasia

In 1969, in Holland, a Professor
of Psychiatry at the University of
Leida, Prof. Van der Berg, pub-
lished a book which bore the signif-
icant title ‘Medische macht en
medische ethiek’ (‘Medical Power
and Medical Ethics’). In this work
he sharply criticised the exaggerat-
ed treatment of his time. In order to
justify his criticisms he presented
the extreme case of a man who had
been paralysed in both his legs
since childhood.! With time, this
paralysis extended progressively to
the lower part of his body. A sore
emerged and then malign tumours
formed in the wound which en-
countered difficulty in healing. The
only way of preserving the man’s
life was to carry out an emicor-
porectomy, that is to say the ampu-
tation of the lower part of the body,
the legs, the waist and a part of the
abdomen. The operation was car-
ried out with the conservation of
the man’s kidneys and the liver. In
addition, the surgeon created ori-
fices for the faeces and urine. A
photograph in the book referred to
above shows the man: his body is
made up of a head, two arms, a
small trunk that ends under the tho-
rax. This is a typical example of the
period of exaggerated treatment of
the 1950s and 1960s, a period when

medical doctors, because they were
not yet experienced in the applica-
tion of the new techniques, had still
to discover the limits to their new
medical power. In a public debate,
Van den Berg not only asked
whether it was incumbent to carry
out such a surgical operation to
save the life of this man but went
beyond this and asked whether it
would not have been incumbent to
reject such an operation.

An even more important aspect
to emerge from this debate was that
on the basis of this case and others
Van den Berg proposed allowing
the possibility of bringing about the
death of incurably ill patients
through active intervention if such
patients found themselves in a con-
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dition of unbearable suffering: if
one could suspend medical treat-
ment, with the consequent death of
the patient, active intervention to
end the life of a patient could be
considered as being equally licit. In
the opinion of Van den Berg: ‘It is
licit for the medical doctor to end
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human life in two ways: by inter-
rupting a medical act and by carry-
ing out a medical act. In the first
case the medical doctor is pas-
sive... In the second case the med-
ical doctor is active — he kills the
patient. An act whereby a medical
doctor kills a patient appears to be
cruel. It is something that is abnor-
mal, that is inappropriate. Howev-
er, it would be even more inappro-
priate to make people vegetate for a
long period in an inert state, people
who some time previously had
been defeated, were dying and
were already dead. This should be
considered as being unusual. What-
ever the case, it is cruel’.?

The bringing about of death
through lethal injection in order to
avoid atrocious sufferings on the
part of the patient is said by this au-
thor, therefore, to be more human
in its approach. Van der Berg’s
book provoked a famous public de-
bate in Holland on the subject of
euthanasia. This debate was to last
for more than a third of a century
and ended with the legalisation of
euthanasia and assisted suicide in
conformity with a law that has been
in force since 1 April 2001.’

Recently, this debate received a
new impulse from the set of ques-
tions and issues connected with the
active bringing about of the death of
newborn children who have con-
genital or genetic diseases or handi-
caps, about which public opinion in
Holland was informed in August of
this year.* In 2001, some medical
doctors administered pharmaceuti-
cals with the explicit intention of
hastening the arrival of death in
about a hundred cases out of 1,088
dead children of the ages of under a
year to a year according to the in-
quiry into the practice of euthanasia
in Holland carried out in the 2001-
2002. The problem derives from the
fact that between 1996 and 2001 on
the average only three cases a year
were communicated to the judicial
system of the active ending of the
life of newborn children. This was
because the paediatricians who
were involved in this practice were
afraid of the judicial consequences
of what they had done.’ In this cli-
mate of concern generated by the
mass media a paediatrician publicly
posed the question of whether the
problem of unbearable suffering is
not in fact caused by the various at-

tempts to save newborn children,
who would die anyway, at any cost,
but who are kept alive through arti-
ficial supports and have a level of
quality of life that gives rise to con-
cern: “We can now keep them alive
from the age of twenty-four weeks
onwards, but at times one can only
weep... And it is often because of
technology that these children suf-
fer for so long... If we add the suf-
fering caused by our technical in-
struments we have to ask ourselves
very seriously whether we are actu-
ally doing the right thing’.°

e
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It is obvious that this is a ques-
tion with very wide repercussions
that we must take very seriously.
The first question we must answer
is an ethical one and it is whether
the suspension of medical treat-
ment, with the consequent death of
a patient, is equivalent to bringing
death about in an active way.

Is Allowing to Die Equivalent
to Killing?

Even that medical doctor who
sees human life as a fundamental
good and thus rejects euthanasia at
times finds himself or herself in sit-
uations that involve having to de-
cide whether to interrupt a treat-
ment that could prolong life. Such a
medical doctor, therefore, must ask
himself or herself why he or she is
not allowed to give a fatal injection
that has the same effect as the inter-
ruption of treatment, whose conse-
quence, too, is the death of the pa-
tient. The Congregation for the
Doctrine of the Faith, in its Decla-

ration on Euthanasia of 1980, in-
cludes both active intervention to
end life and the suspension of treat-
ment which has the same effects
within its definition of euthanasia:
‘By euthanasia is understood an ac-
tion or an omission which of itself
or by intention causes death, in or-
der that all suffering may in this
way be eliminated. Euthanasia’s
terms of reference, therefore, are to
be found in the intention of the will
and in the methods used’.’

In his famous article of 1975,
Rachels wrote that allowing to die

was always equivalent to bringing
about death in an active way: ‘If a
medical doctor, for human reasons,
allows a patient to die, he or she has
the same moral responsibility as if
he or she had given a fatal injection
for humane motives’.?

If we take the example given by
Rachels, this is true. An uncle sees
that his little nephew has slipped in
the bathtub, has hit his head on the
rim of the tub and has disappeared
under the water in a state of uncon-
sciousness. Thinking that he will
obtain his inheritance, the uncle
does nothing and allows the little
boy to drown. If a judge discovered
the truth about how things had real-
ly taken place he would consider
the man guilty of murder. In this
case, from an ethical point of view,
allowing to die is ineed equivalent
to killing.

However, we could also imagine
a different situation. For example: a
situation where the little nephew
falls out of a boat into a raging riv-
er that is infested with hungry croc-
odiles. In this case nobody could
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accuse the uncle if he failed to en-
gage in an attempt to rescue his
nephew. It is clear, therefore, that
allowing to die is not always equiv-
alent to killing.

Mutatis mutandis, one can trans-
pose this argument onto the med-
ical sphere. The case that has just
been cited could be compared with
the situation described by Van der
Berg of the patient who underwent
an emicorporectomy in order to be
cured in a definitive way of a ma-
lign tumour. If this man had died
after refusing such a surgical opera-
tion, with all the mutilations that it
involved, nobody would have
dared to state that he had wanted to
secure his own death.

However, the distinction be-
tween killing and allowing to die is
less clear, for example, in a case in
which one suspends the administra-
tion of antibiotics, insulin, food and
liquids. These are means by which
in general one can keep a man alive
without there being any complica-
tions. One must, therefore, have a
criterion by which to distinguish
between cases in which the suspen-
sion of such attempts to prolong
life is equivalent to securing death
in an active way on the one hand,
and those in which such equiva-
lence is not so evident, on the other.

The Distinction between
Ordinary/Proportionate Means
and Extraordinary/
Disproportionate Means

From the sixteenth century on-
wards, moral theologians made a
distinction between ordinary and
extraordinary means.’ The employ-
ment of ordinary means to keep
people alive was considered to
obligatory, whereas one could not
engage in extraordinary means: for
example the amputation of a leg.
This was the case above all in the
period before the use of anaesthe-
sia.

Within the context of the rela-
tively static medicine of recent past
centuries, it was not on the whole
particularly difficult to define a
form of medical treatment as ‘ordi-
nary’ or ‘extraordinary’. Today, the
question is much more complicated
because of the rapid developments
and advances that have taken place
in science. The terms ‘ordinary’

and ‘extraordinary’ evoke the idea
that one is dealing with forms of
treatment that are respectively
‘usual’ or ‘not usual’. Artificial res-
piration, at the end of the 1940s,
was considered, without any doubt
on the matter, to be ‘extraordinary’,
in the sense that it was not usual,
that it was rare or special. Today,
however, artificial respiration
forms a part of daily practice in
every hospital. Whether it is extra-
ordinary in the ethical sense of the
term, depends on a series of factors.
Here we are dealing, on the one
hand, with assessing the possibility
of a cure, the preservation of life,
and the condition of a patient who
has hopes of the treatment, and, on
the other hand, of the side effects
and the complications involved in
that treatment, in addition to the in-
vestment in terms of effort and ex-
penditure.

Indeed, given that we are dealing
here with the existing relationship
between the various sets of factors
referred to, the tandem ‘ordinary’
and ‘extraordinary’ was replaced
from the 1970s onwards by the tan-
dem ‘proportionate’ and ‘dispro-
portionate’. As the Congregation
for the Doctrine of the Faith de-
clared in its Declaration on Eu-
thanasia’: ‘In the past, moralists
replied that one is never obliged to
use “extraordinary” means. This re-
ply, which as a principle still holds
good, is perhaps less clear today, by
reason of the imprecision of the
term and the rapid progress made in
the treatment of sickness. Thus
some people prefer to speak of
“proportionate” and “dispropor-
tionate” means. In any case, it will
be possible to make a correct judg-
ment as to the means by studying
the type of treatment to be used, its
degree of complexity or risk, its
cost and the possibilities of using it,
and comparing these elements with
the result that can be expected, tak-
ing into account the state of the sick
person and his or her physical and
moral resources’."

In the case of the example given
by Rachel of the uncle and his
nephew, allowing to die is equiva-
lent to dying because there is a rela-
tionship of proportion between the
risks and the disadvantages of the
rescue attempt, on the one hand,
and the possibility of success, on
the other. Without doubt this is the

case given that the uncle needs to
do nothing else than take his
nephew out of the bathtub. The re-
lationship referred to above is man-
ifestly disproportionate, however,
if the rescue attempt requires the
uncle to dive into the raging river
full of crocodiles in order to save
his nephew.

The application of this criterion
in medicine involves the following
context: interrupting a treatment
that can prolong life, where this has
a consequence the death of the pa-
tient, is equivalent from an ethical
point of view to euthanasia if the
relationship between the advan-
tages and the disadvantages is pro-
portionate. When a person, al-
though he or she can keep himself
alive without many risks with a
proportionate means such as a
penicillin derivative (for example
in the case of pneumonia), decides
not to use this means, one can only
suppose that he or she is securing
his death so as to avoid problem:s.
In this case, one should, in fact, re-
fer to a form of euthanasia or sui-
cide. If somebody foregoes em-
ploying disproportionate means in
order to keep himself or herself
alive, then his or her intention is to
forego a purpose, i.e. that of getting
better. It may well be that at the
same time he or she hopes that he
or she will die. In essential terms,
this is not illicit in itself but one
cannot attribute to him or her the
intention of using his or her death
as a means to end his or her suffer-
ing. In other words, one is not deal-
ing here with direct euthanasia.

In the case in which a patient dies
because the application of dispro-
portionate treatment has been sus-
pended is not the equivalent of sui-
cide or euthanasia. As John Paul II
states in his encyclical Evangelium
Vitae: ‘To forego extraordinary or
disproportionate means is not the
equivalent of suicide or euthanasia;
it rather expresses acceptance of
the human condition in the face of
death’ (n. 65).

One has to consider the fact that
the task of safeguarding life be-
longs to a general norm. However,
this is not an absolute norm that al-
lows of no exceptions. The norm
that one should not end the life of an
innocent human being in an active
way through, for example, euthana-
sia or assisted suicide, is absolute.
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The reason for this is that human
life is a fundamental good, an in-
trinsic dimension of the human per-
son. The physical life of a human
being — like a human being himself
or himself — must not be exploited
and therefore it must not be sacri-
ficed in order to eliminate suffering,
The obligation to save physical life
is a general norm that is valid in
most cases but also has exceptions.
This obligation no longer applies in
a case in which saving life requires
disproportionate action.

In some cases the disproportion
between the positive effects and the
negative effects of medical assis-
tance can become extreme. In this
case continuing to make attempts
to prolong life may be defined as
constituting exaggerated treatment.
Extreme cases in this field were the
attempts to keep Marshall Tito and
General Franco of Spain alive for
political reasons, without there any
being any hope of saving their lives
or restoring their health. If medical
assistance becomes extremely dis-
proportionate it is incumbent to
forego it. It should be borne in
mind that exaggerated treatment re-
veals, in the final analysis, the same
mentality that underlies euthanasia,
that is to say wanting to command
life and death, to dispose of life as
one wishes. This in the ultimate
analysis implies — consciously or
unconsciously —a rejection of trust-
ing to the loving mercy of God.

Even if the distinction between
proportionate and disproportionate
means is clear, it does not provide a
concrete answer to all questions.
The patients, medical doctors and
other people involved may have
discordant opinions on the assess-
ment of proportions. One person
may see a certain treatment as pro-
portionate whereas another may as-
sess it in a different way. In order to
weigh the relevant proportions, it is
necessary to have more concrete
supplementary criteria.

Concrete Supplementary
Criteria

Some more concrete criteria, if
considered not in themselves but at
the level of their mutual coherence,
could facilitate the distinction be-
tween proportionate and dispropor-
tionate means."

Some important factors of as-
sessment relate to the character of
the treatment as such: its duration
(acute or chronic treatment); the ef-
fect of the treatment (directed a to-
wards total or partial cure or only a
support treatment, as in the case of
artificial respiration); the possible
complications, the side effects and
the mutilations that might be in-
volved; its experimental character:
the patient may decide to subject
himself or herself to experimental
treatment on the condition that the
risks are proportionate to the risks
of the illness he or she is suffering
from, but he or she is not obliged to
do this — ‘If there are no other suffi-
cient remedies, it is permitted, with
the patient’s consent, to have re-
course to the means provided by
the most advanced medical tech-
niques, even if these means are still
at the experimental stage and are
not without a certain risk. By ac-
cepting them, the patient can even
show generosity in the service of
humanity’"; another aspect of the
treatment that should be considered
relates to the financial expenditure
and the investments needed for the
staff and the instruments that are re-
quired, considered within the per-
spective of the overall resources
available to health care.

Other factors relate to the condi-
tion of the patient: the physical
condition of the patient prior to the
application of the treatment: is he
or she able to cope with a medical
intervention? Whatever the case, it
is clear that life should not be pro-
longed when inevitable death in
imminent. The envisaged physical
condition of the patient after the
treatment: what will be his or her
quality of life once the treatment
has had the desired effect? In addi-
tion to the physical condition of the
patient, it is also necessary to con-
sider his or her mental, psycho-so-
cial and spiritual strength. In this
context one can use the phrase
‘quality of life’, on the condition,
however, that a quality seen as neg-
ative does not become an argument
in favour of euthanasia. The essen-
tial quality of life of a human being,
created in the image of God, does
not depend on its accidental quali-
ties but on its physical condition, as
indeed John Paul II observes in his
encyclical Evangelium Vitae: ‘Life
is always a good... The life which

God gives man is quite different
from the life of all other living crea-
tures, inasmuch as man, although
formed from the dust of the earth
(cf. Gen 2:7; 3:19; Job 34:15; Ps
103: 14; 104: 29), is a manifesta-
tion of God in the world, a sign of
his presence, a trace of his glory
(cf. Gen 1:26-27; Ps 8:6)...Man has
been given a sublime dignity, based
on the intimate bond which unites
him to his Creator: in man there
shines forth a reflection of God
himself” (n. 34).

It is amazing perhaps, in this
context, that in order to achieve an
overall assessment one also takes
into consideration the expenditure
and investments at the level of staff
and instruments. The Declaration
on Euthanasia of the Congregation
for the Doctrine of the Faith, cited
above, lists these amongst the fac-
tors that are relevant in order to
make a distinction between propor-
tionate and disproportionate treat-
ment. In Western Europe, where
the majority of people enjoy health
insurance or can draw upon nation-
al health services, not much em-
phasis is placed on the cost factor.
However, in Western Europe as
well health directors and the heads
of health insurance companies hes-
itate before financing the introduc-
tion of a means made available by
very advanced medicine or refund-
ing costs for new medical tech-
niques. This is because of the enor-
mous increase in general health ex-
penditure.

Another situation exists in the
United States of America. Hardwig
is of the opinion that there is an
obligation to die — including the
obligation to end life in an active
way — in certain circumstances, and
he mentions the following case: a
woman aged eighty seven is suffer-
ing from grave heart disease; al-
though everything indicates that
she has less than a 50% chance of
living for another year she wants to
be treated at any case. She lives for
another two years and the medical
assistance and treatment cost her
daughter (aged fifty-five) — who is
her only relative — her savings, her
home, her job, and her career.” In
this case one should ask oneself if
the treatment involved should not
be seen as being disproportionate. I
would not like to speak, as Hard-
wig does, of the ‘obligation to die’,
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but at the most of an ‘obligation to
forego preserving life and accept-
ing the inevitable end of life’. Be-
tween these two enunciations there
is a world of difference. We have
seen that according to Hardwig the
obligation to die involves not only
forgoing a treatment designed to
prolong life but also the obligation
to actively procure death.

Special Problems in the
Application of the Distinction
between Proportionate Means
and Disproportionate Means

The Magisterium of the Church
can only refer to the distinction be-
tween proportionate treatment and
disproportionate treatment as a
general principle. Only the medical
doctor can decide what is propor-
tionate or otherwise in concrete
cases on the basis of his or her pro-
fessional skill and expertise, expe-
rience and prudence. The patient
would do well to inform himself or
herself about the possible advan-
tages and disadvantages of the
treatment. In the end, it must be the
patient himself or herself who de-
cides whether to subject himself or
herself to the treatment. In the situ-
ation in which he or she is not able
to do this, the medical doctor will
make the decision in agreement
with the patient’s family relatives.

The distinction between propor-
tionate means and disproportionate
means is clear in many cases. De-
spite the concrete supplementary
criteria listed above, there remain,
however, cases in which the appli-
cation of this distinction is so diffi-
cult that the people involved can, in
good conscience, have different
opinions on the matter. What
should be decided, for example, in
the case of a woman aged fifty who
has a brain tumour? If the tumour is
not removed she could have neuro-
logical dysfunctions and perhaps
die with great suffering, whereas
she would have the possibility of a
full recovery following a surgical
operation. On the other hand, one
could foresee that because of such
an operation her cerebral centre re-
sponsible for the use of language
could be damaged with the result
that she is not able to speak and ex-
press herself. Such assessments can
be very difficult at the level of prac-

tice, above all when it is not possi-
ble to discuss them with the patient.

This set of problems and issues
arises above all else in the case of
patients who are in a persistent veg-
etative state, to whom one has to
administer food and liquids
through a gastric tube. Such pa-
tients can be kept alive at times for
decades. In 1999 a violent discus-
sion arose in Holland about this
problem, with specific reference to
a woman who, following an error
of anaesthesia that had been made
during a caesarean operation, was
in a permanent vegetative state and
was kept alive for sixteen years by
the administration of food and lig-
uids through a gastric tube. Some
people were of the view that the
policy had to be continued because
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it involved a procedure of normal
and not medical assistance." Those
opposed to such a policy thought
that this mode of administering
food and liquids was ‘not natural’
but ‘artificial’.” This argument
may be seen as not being convinc-
ing. Indeed, some patients who
have been in a coma for a long time
can swallow food without notable
difficulties through the swallowing
reflex, if, that is, the food is placed
behind their tongues. This, too, is
not, in a strict sense, a ‘natural’ way
of receiving food and liquids. Oth-
ers see this way of prolonging life
as an absurd treatment.'® The dis-
tinction between humanly suitable
and humanly absurd, however, in-
volves in itself the risk that there

will be an easy move to the ques-
tion of the meaning of the life of a
human person and that one will
lose sight of the fact that this is a
fundamental and not a purely func-
tional good.

Whatever the case, attention
must be paid to the fact that the
phrase ‘permanent vegetative state’
is misleading. The term ‘vegeta-
tive’ suggests the idea that the pa-
tient, who is reduced to being a
vegetative being, is no longer a liv-
ing human being. However, as long
as there is no irreversible loss of the
function of the cerebral trunk, the
patient is a living human being who
has the right to proportionate med-
ical assistance. In addition, one has
to consider the fact that a certain
number of these patients can reac-
quire a state of consciousness even
after many years, although it is in-
deed difficult to make a prognosis
about the immediate future of a pa-
tient in a permanent vegetative
state.

In this case how one should one
apply the distinction between pro-
portionate and disproportionate
means? Food and liquid meet, in
general terms, the fundamental
needs of life, and in themselves do
not belong to the field of medical
assistance. The Supreme Pontiff
John Paul II, in March 2004, de-
clared: ‘how the administration of
water and food, even by artificial
routes, are always a natural means
for the preservation of life and are
not a medical act. Its employment,
therefore, is to be considered, at the
level of principle, ordinary and
proportionate, and as such morally
obligatory, to the extent to which
and as long as it is shown to
achieve its specific purpose, which
in this case is procuring nutrition to
the patient and the reduction of suf-
fering’."”

Only the way in which food and
liquids are administered is a matter
of medical assistance and as such a
proportionate or disproportionate
means. But, as the Supreme Pontiff
explained, the artificial administra-
tion of water and food in itself is
not disproportionate; indeed, at the
level of principle it is proportion-
ate. And the fact that there is a low
chance of recovery, when the vege-
tative state continues for more than
a year, does not justify in an ethical
sense the interruption of their ad-
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ministration.” However, we can
state that the administration of wa-
ter and food through a drip tube in-
to the subclavicular vein is dispro-
portionate, in general, in the perma-
nent vegetative state, give that such
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drip feeding can be used for only a
limited period. The administration
of food and liquids through a gas-
tric tube should in general be seen
as being proportionate, on the con-
dition that it can be applied without
complications, such as ab ingestis
pneumonia or repeated vomiting.
The Charter for Health Care Work-
ers, published by the Pontifical
Council for Pastoral Assistance to
Health Care Workers,'” contains the
following directive: ‘The adminis-
tration of foods and liquids, even
artificially, is part of the normal
treatment always due to the patient
when this is not burdensome for
him: their undue suspension could
be real and properly so-called eu-
thanasia’ (n. 120).%

The Use of a Correct
Terminology

When a patient dies because of
the interruption of a therapy, refer-
ence is easily made to passive eu-
thanasia.” In an editorial of the
Boston Medical and Surgical Jour-
nal of 1884, which was entitled
‘Permissive euthanasia’, we en-
counter the first reference, as far as
we know, to the distinction be-
tween active euthanasia and pas-

sive euthanasia: ‘although we nev-
er want to become destroyers of
life, we suspect that there are few
doctors who have avoided the sug-
gestion, following the policy of
laisser aller, in a desperate case of
prolonged suffering, of remaining
passive and foregoing every further
attempt to prolong life that has be-
come torture for its owner’.” Al-
though this title referred to ‘permis-
sive’ euthanasia, in the same article
we also find employed the terms
‘active’ and ‘passive’, which, in-
deed, were used generally in the
1960s and 1970s. By ‘active eu-
thanasia’ is meant ending or short-
ening life through the effect of a
death-inducing act carried out for
the most part by a medical doctor.
If life is shortened because the
medical doctor does not engage in
the treatment that can prolong life
or if he or she interrupts that treat-
ment, then one refers to ‘passive
euthanasia’.

Because of the confusion that of-
ten reigns in the use of the terms
employed in the discussion of eu-
thanasia, one encounters a strong
tendency to no longer employ the
distinction between active euthana-
sia and passive euthanasia. Some
people expressly do not want to
employ this distinction because
merely to accept the use of the term
euthanasia implies, from a logical
point of view, acceptance of the use
of active euthanasia. Others, on the
other hand, perceive in the accep-
tance of the term ‘passive euthana-
sia’ an attempt to mask the fact that
interrupting a treatment implies, as
an intended effect, a shortening of
life on a par with what takes place
in the case of direct active euthana-
sia.”?

Those who wish to continue to
use the concept of passive euthana-
sia would do well to define it on the
basis of the distinction between
proportionate means and dispro-
portionate means, as indeed we
have already seen in this paper. If

one interrupts a disproportionate
treatment or foregoes that treat-
ment, one can certainly not say that
the intention was to hasten death or
that one did not want to preserve
life. In contrary fashion, if one
omits to engage in a proportionate
medical treatment we must suppose
that the underlying intention was to
hasten death or bring it about. In
this case one could, possibly, refer
to passive euthanasia.

In addition, it is important to de-
fine distinctions and concepts in a
clear way from a clinical point of
view, including the distinction be-
tween active euthanasia and pas-
sive euthanasia, if we want to en-
gage in an analysis of clinical prac-
tice in relation to euthanasia that is
based upon the research data on eu-
thanasia in Holland during the peri-
od 2001-2002. The percentage of
deaths in 2001 (140,377) in which
a treatment that would have pro-
longed life was suspended or not
engaged in was 20%. In 7% of
these cases (about 10,000) the med-
ical doctor was aware of a hasten-
ing of the end of life and in 13% of
these cases (about 18,200) this was
his or her explicit intention.*

In the final report of this research
it is not clear if these were cases in-
volving the interruption of a pro-
portionate or disproportionate
treatment. We may ask, however,
whether these cases should not be
added to the total number of those
involving an active ending of life,
i.e. 4,800.>* In terms of the total
population, the decisions to refrain
from a treatment have influenced
the number of deaths in a way that
is markedly higher than those
caused by euthanasia, assisted sui-
cide and the ending of life without
there being a request to do so0.*

From all of this it is clear that to
achieve a good analysis of clinical
practice in relation to euthanasia
we need an apparatus of clear basic
concepts, as is indicated in the fol-
lowing table:

Number of cases in which medical doctors have intentionally
brought about the death of patients in Holland in the year 2001

Euthanasia and assisted suicide 3,800
Cases of the ending of life without a request to do so 1,000
Cases of treatment that would have prolonged life

but was suspended or not begun,

with the explicit intention of hastening death. 18,200
Total number 23,000
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Help to Go on Living

In a situation in which the oblig-
ation to apply a therapy in order to
treat an illness or save a life no
longer applies, the work of the
medical doctor and his or her col-
laborators, such as nurses, does not
end. Another endeavour begins
which, from many points of view,
is more onerous than that which in-
volves therapy. The patient, even if
he or she is in the terminal stage of
life, is still alive. If saving his or her
life is no longer an option, passive
resignation is not called for: what is
needed is active commitment, a
commitment to help the patient to
continue living that part of his or
her life that still remains to be lived

This commitment takes the form
of palliative care, which is de-
scribed by the World Health Organ-
isation in the following terms: ‘an
approach that improves the quality
of life of patients and their families
faced with the problems connected
with illnesses that threaten life,
through the prevention or the relief
of suffering through the identifica-
tion in its first stage, the faultless
assessment and the treatment of
pain and other problems, of a men-
tal, psycho-social and spiritual
character. Palliative care... seeks
neither to hasten nor to bring for-
ward death’.”

Palliative care is directed to-
wards providing assistance to a per-
son who is incurably ill so that he
or she can on living without short-
ening that life or prolonging it. ‘A
phrase that is often heard in this
context is that palliative care does
not add days to a person’s life but
life to days’.” Such care is not only
medical-technical in character but
also concerns all the aspects of hu-
man life: the mental, the social and
the spiritual. We are dealing here
with overall care.

It has always been the case that
in medical circles a ‘palliative’ has
been a pharmaceutical that is used
to reduce symptoms but not to cure
the underlying illness of a patient.
The Latin term ‘palliare’ means ‘to
mask’ or ‘to cover with a cloak’. In
addition, the phrase ‘palliative
care’ could derive from the Latin
‘pallium’ which means a ‘cloak’.
St. Martin cut his cloak in two parts
in order to give one half to a naked
beggar who was at the gates of the

city of Amiens. In this way he did
not solve the problem of poverty:
what he did do was to gave a little
warmth to a man. Similarly, pallia-
tive care does not cure an illness
that threatens a person’s life but al-
leviates the suffering, the sadness,
the fear and the loneliness of the
patient during that part of his or her
life that still remains to him or to
her. In the vision of the Catholic
Church, pastoral and spiritual assis-
tance is an integral part of palliative
care. It is clear that palliative care,
in all its different aspects, is not the
task and responsibility of the med-
ical doctor alone.

Following the debate on eu-
thanasia in Holland, the Bishops’
Conference of Holland has request-
ed on a number of occasions for
palliative care to be offered at a
structural level as assistance to the
dying.” The primary aim of pallia-
tive care is to make the terminal
stage of life bearable. An indirect
but to be hoped for effect is to
avoid the patient finding himself or
herself in a such a condition as to
lose hope and thus to ask for an ac-
tion that involves euthanasia. In the
autumn of 2001 a number of med-
ical doctors who work in Amster-
dam, as consultants in cases of eu-
thanasia, and who, of necessity, re-
ject it, communicated that the num-
ber of requests for euthanasia had
diminished in a dramatic fashion
following the introduction of pal-
liative care.”

From a medical point of view,
palliative care in itself does not re-
quire the application of a therapy
by which to prolong life. However,
it may happen that palliative care
requires a therapy which, although
it prolongs life, does not seek this
end but serves only to reduce un-
bearable symptoms and symptoms
that cannot be treated in any other
way. Tumours that penetrate the
skin can cause surface necrosis and
the terrible odour of putrefying
flesh. A tumour that presses on
sense nerves can cause terrible
pain. In these cases a surgical oper-
ation, radiotherapy or chemothera-
py can form a part of palliative
care. Palliative care, which in gen-
eral is not very invasive or techno-
logical, can at times require drastic
interventions, if necessary to sup-
press symptoms for which there is
no alternative remedy.

Conclusion

As regards the ethical problems
connected with the end of human
life, in general a great deal of atten-
tion is paid to the question of eu-
thanasia. However, in practice and
in the main, problems are encoun-
tered that are connected with deci-
sions about whether to continue or
interrupt the medical treatment by
which life is prolonged. Such deci-
sions are frequent and often diffi-
cult in character given the conse-
quences, which are by no means
rarely grave in nature. After inter-
rupting the forms of treatment di-
rected towards preserving or pro-
longing life, the medical doctor and
his or her collaborators still have
the task of engaging in what is in
general something that is even more
demanding that treating illness,
namely: palliative care. In perform-
ing this task the medical doctor may
perhaps discover the most demand-
ing challenge — that of living out his
or her vocation to follow ‘Christus
Medicus’.

H.E. Msgr. WILLIAMS
JACOBUS EIJK,
Bishop of Groningen,
Holland.
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6. Inter-religious Dialogue: Palliative Care
in the Other Great Religions

ABRAMO ALBERTO PIATTELLI

6.1 Judaism

The subject of this international
conference on ‘palliative care’
refers in the first instance to a very
painful and deeply dramatic prob-
lem — that of the pain and suffering
endured by an individual.

For Jewish culture as well, the
problem of suffering in general,
and physical suffering in particu-
lar, has always been a central ques-
tion both in theology and the daily
practice of each believer.

Looking at the terrain of reality,
where, that is to say, the work of
Providence continually expresses
itself, the words of the traditional
saying resonate: ‘every day God
renews with His mercy the work of
creation’. This is to say that there
is an awareness that divine will es-
tablishes the destiny of every man,
what the quality of his life must be,
and if his life must continue or
end. For the believer, the existence
of man is incomprehensible if it is
separated from divine will.

But how can the existence of
suffering and evil be justified in
the eyes of the faithful, that is to
say the person who believes in the
mercy and justice of God? The
question becomes even graver if it
is set beside the constant passion
and concern that God has for man.
‘Why do you hide your face from
me and treat me as an enemy’? im-
plores Job, who thereby expresses
the imploring of so many unhappy
suffering people.

It is superfluous to repeat that
suffering and its inexplicable char-
acter constitute an element that can

have negative results for religious
practice and faith, and even for
those who assist and surround the
suffering. This is because for the
most part suffering is seen as the
ruin and the failure of an existence,
the breaking of physical and spiri-
tual equilibrium, and the loss of
the integrity that is necessary to re-
ligious service and the perfor-
mance of one’s own responsibili-
ties.

We well know the position of
the Bible in this matter: suffering
can be an instrument for a retrieval
of a man’s relationship with God: *
Blessed is the man whom thou
dost chasten, O Lord’ (Psalms
94:12), or again ‘I suffered distress
and anguish. Then I called on the
name of the Lord’ (Psalms 116:3-
4). However, suffering remains
something that is highly negative
if what the Talmud states in rela-
tion to it is right: ‘whoever’s body
is subject to suffering has a life that
is not worthy of that name’ (Beza
32b). And Rabbi Jochanan an-
swered those who tried to explain
to him the high meaning and the
envisaged reward for the great suf-
fering that he was undergoing in
the following way: ‘I accept nei-
ther suffering nor the reward en-
visaged for it’.

The Jewish masters of antiquity
posed themselves the question of
how to reduce suffering and pain.
In Rabbinical literature, potions
and medicines are envisaged that
are designed to remove certain
kinds of suffering. More interest-

ing are the suggestions that evoke
the mentality and their ethical-reli-
gious culture of the time. Thus, for
example, study of the Torah, the
moral law, is held to be an impor-
tant antidote in the reduction of
pain. In a certain sense this was a
matter of making contact with di-
vine words and understanding
their meaning and their sugges-
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tions. Thus was recommended a
reading of the psalms and the say-
ing of prayers, above all those
written for such a situation,
prayers such as: ‘if I have sinned,
cancel, O Lord, my wrong, thanks
to your great mercy, and not
through suffering and grave ill-
ness’. In addition, actions such as
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initiative involving charity, works
of philanthropy, visiting the sick,
comforting people afflicted by
mourning, rejoicing at the wed-
dings of young people, and so
forth, were all recommended.

In the Jewish approach, pain and
suffering are seen as a real and au-
thentic illness and are thus treated
on a par with every other malaise,
taking into account all the risks and
dangers present in their treatment
as well. The role of the medical
doctor is to heal but also to reduce
pain, even though a full cure may
not follow from such treatment. In-
deed, such treatment is very much
to be suggested because it may
happen that the patient will return
to the fundamental rhythms of his
existence, especially as regards di-
et and his relationship with his im-
mediate environment, once the
burden of his suffering has been re-
duced. The medical doctor, today,
is faced with a broad spectrum of
means by which to intervene in re-

YEHIA-EL-RAKHAWI

lation to pain. What is required is
knowledge of the techniques con-
nected with the suitable adminis-
tration of suitable drugs and medi-
cines. This must take place with
the support and help of other pro-
fessionals and workers who are
skilled in supporting the condition
of the patient and the administra-
tion of palliative cures.

A Jewish believer accepts mala-
dy with faith but he does not love
it; he fears it because he is never
sure that he will be able to bear the
trials involved and keep his faith
intact. Suffering and pain lead man
to look inside himself and accom-
pany him also in searching for
closeness to God. Through prayer
he hopes to influence the in-
scrutable paths of God and the
eternal decisions of Providence.

In the Jewish approach, life is
something that has an infinite val-
ue; it is an experience that is des-
tined never to be repeated through-
out eternity. Relief from illness

6.2 Rhythm Restoring Therapy
and Palliative Care

In spite of the advance achieved
by medical science it is still prac-
ticed as an empirical art based on
experience. Medical is the art of
how to apply given information
(scientific, experiential or other-
wise) in order to achieve what is
known as health. Health is not
simply the absence of certain ill-
ness or symptoms. The process of
human health should be basically
based on some process orientation.

The concept of ‘health’:
a process approach

Health is a process rather than a
static decent quiet state of body or
mind. Health is achieved through

active harmony between hierarchi-
cal levels of organisation starting
from intrapersonal levels up to in-
numerable cosmic levels. Achiev-
ing health cannot simply be a lin-
ear pre-determined sequence. It is
essentially an active biorhythmic
pulsation of living matter in a
crescendo open ended march that
allows assimilation alternating
along some open-ended rhythm.
These processes are usually asso-
ciated with optimum accompani-
ments including growth pains and
variable degrees of serious striv-
ing.

On the other side, disease is not
simply the opposite of health in a
linear polarised fashion. It is some
sort of handicapping and/or ago-

and suffering exalts the value of
life and the sacredness of life. “The
Lord has chastened me sorely, but
he has not given me over to death’
(Psalms 118:18), declares the man
who has been cured and has had
his health restored.

From this experience is born the
teaching that in life nothing is ours
and that what we possess, includ-
ing life, is a pledge that can be tak-
en back, suddenly, when we least
expect it. But as long as a pledge
such as life is in our hands, we are
responsible for the feeling of mis-
sion that we must have and for the
use that we must make of it, in
conformity with the words: ‘ the
living, the living, he thanks you as
I do this day’ (Isaiah 38:18)

Prof. ABRAMO ALBERTO
PIATTELLI

Rabbi of the Jewish Community of Rome
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Pontifical Lateran University,

Rome

nising disharmony of the natural
healthy processes. The main goal
of managing illness hazards is not
simply to get rid of the noxious
agent but is essentially to promote
health march to its ultimatum.

Not infrequently, we are con-
fronted with diseases that are cer-
tainly incurable as far as the current
medical resources allow. They are
usually terminal and refractory to
any sort of curative management.
The practical goal in such a case is
to alleviate pain, maintain some re-
alistic hope and provide the avail-
able best chance for living or leav-
ing, peacefully and with dignity.
This is what is usually referred to as
palliative care.

Death is part and parcel of life
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script. As much as disease is not
simply the linear opposite of
health, death is not the mere oppo-
site of life. Uncovering the pro-
found meaning of such concepts is
beyond the naive common conno-
tation of words. However, we live
it by all means.

Pain palliation
and harmony

Pain, as traditionally conceived,
results from the perception of

some noxious intolerable stimuli.
Pain could be alarming, agonising
or handicapping. It turns to be
‘hell” if it induces disrupting
disharmony extending to the
whole of existence (including the
‘soul’” with its different connota-
tions) perpetuated through intoler-
ance despair and infantile depen-
dency. Psychic or physical pain
can be tolerated to a certain degree
if it is confined to perception of
limited disharmony. If its effect
extends to the whole of existence
the ‘hell of agony and despair’ re-
sults. This is what this paper sug-
gests calling ‘Disharmony Hell’.

Religion as tranquilizer

Religion is one of the most ba-
sic constituents of any culture re-
gardless of the attitude of each in-
dividual in such culture. When re-
ligion is invited to participate in
palliative care it may be reduced
to some sort of spiritual tranquil-
ization or naive encouragement.
However the role of religion as a
tranquilizer should not be devalu-
ated. Religion used as a tranquiliz-
er could pursue many leads; some
of which could be:

1. Enhancement of patience and
surrender to one’s fate (occasional-
ly called God’s will).

2. Emphasis on the coming
comfort in the after life.

3. Keeping hope in a divine mir-
acle going beyond medical consid-
erations.

4. Living pain as an opportunity
for salvation for some known or
unknown guilt.

5. Inviting certain mental mech-
anisms such as ‘denial’ or ‘dissoci-
ation” to neglect actual pain
through directing the focus of
awareness to some more central
idea (here: faith or God).

All such procedures could be
helpful and may achieve some lev-
el of comfort. However, the re-
striction of religious support to this
level of help may devalue the role
of religion as a means to pursue
profound and extending harmony.

The essence of religion
as a harmonising biological
programme

Religion acts ultimately to
maintain, enhance and restore nat-
ural harmony within the self and
beyond it. The extended harmony,
even in the after life, could be
more conceived as a natural se-
quence of current cultivated har-
mony. Death could also be part of
such extended melody. The hy-
pothesis made by the author con-
siders such a tendency to be both
biologically and existentially root-
ed. The following are but some
broad lines of such an approach.

Basic assumptions

1. The whole world (living and
non living) is maintained in some
sort of harmony.

2. The living world’s harmony is
essentially biorhythmic.

3. The concept of health is relat-
ed to the maintenance of native
harmony along an open-ended ex-
tending scale.

4. Disease is but some sort of
disharmony.

5. The hypothesis made by the
author claims the existence of a
drive (programme, instinct) for
which he has coined the name
‘harmonising biorhythmic pro-
gramming (or instinct)...”

6. Considering the nature of such
a programme could allow dealing
with health and disease as some
positive or negative processes
needing proper management (pro-
motion and maintenance) or repa-
ration (re-harmonising or rhythm
restoring).

Broad lines of ‘The hypothesis’

1. There is an innate tendency of
living structure to reorganise itself
in order to synchronise its own
harmony with that of wider and
wider circles of organisations to-
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wards the open-ended unknown
macro-cosmos.

2. Plants and almost all sub-hu-
mans are not aware of such a pro-
gramme (or instinct).

3. Man could be partially aware
of this unfolding. A wide range of
individual differences are met
with.

4. Certain creatures are more
aware of such a programme.

5. Prophets are much more
aware.

6. Presentations and conse-
quences of such awareness differ
according to many variables such
as language, culture, historical era
and available tools.

7. The most useful and objective
acting out of such a programme
have been represented in faith and
religion all through human history.

Religion as rhythm restoring
in palliative care

Disharmony hell is more liable
to occur in those persons who have
their personal egos so inflated as to
replace the whole world including
God. An inflated isolated exclu-
sive self-centered ego is more vul-
nerable to deflation and disharmo-
ny. Proper religious faith and prac-
tice emphasise some continuous
‘in-and-out programme’ between

the individual and the cosmic
uterus perhaps analogous to the
one hypothesised by the object re-
lational theorists along the march
of individual growth between the
individual and the womb.

The relation of this harmonising
function of religion as a profound
basis of human life, not only spiri-
tual but also biological, is apt to
achieve alleviation of the hell of
disharmony (not simply the agony
of pain) regardless of the possibili-

ty of cure. This could occur
through dilution of whatever limit-
ed discordance there is through in-
tegration with the extending
melody. Including death as part
and parcel of the macro-melody
may put it in the proper place of
the holistic harmony.

What is called ‘Rhythm Restor-
ing Therapy’ draws its basic as-
sumptions from the teleological
function of both religion and evo-
lution. Rhythm restoring is prima-
ry natural. Any disharmony bears
its self-reparation mechanism un-
less blocked or handicapped.
However, in terminal and refrac-
tory illnesses this natural coping
is wholly or partly deranged.
Rhythm restoring therapy is an at-
tempt to reactivate such natural
processes by all means. This needs
a trained therapist cultivating his
own harmony through his patients

towards the ultimate cosmic har-
mony.

The so-called Rhythm Restoring
Therapy is not an exclusive reli-
gious approach. It is basically re-
lated to many theoretical and prac-
tical disciplines some of which
are:

1. The biorhythmic approach.

2. Jung’s synchronicity.

3. The structural diagnosis (Eric
Bern).

4. The in-and-out programme
(object relations theorists)

5. The evolutionary rhythmic
theory (Rakhawy)

6. The therapist as a co-pulsat-
ing organism.

7. Extending harmony via faith
and creation.

Some Merits of Islam

as an example of the
non-exclusive harmonising role
of religion and faith

Achieving  such  harmony
through Islam is accomplished
through its basic simplicity and es-
sential assumptions which the au-
thor realises and summarises as
follows:

— Cognitive perception of God
(Shahada) (i.e. not simply intellec-
tual conviction of, or thoughtful
believe in God).

— Direct relation with God (no
intermediate authority).

— Direct relation with nature (al-
most all Islamic rituals function in
the direction of sensory awareness
and are timed by personal human
relation with cosmic bio-rhythms
especially circadian ones).

— As a result: object relations
(especially human) are essentially
achieved along with, and under the
umbrella of, God as active partici-
pant.

— Man is the ultimate judge of
his doings ‘here and now’ and af-
terwards.

— Most Islamic praying and ritu-
als could be perceived in terms of:

- Emphasising the direct relation
with raw nature especially along
its biorhythmic pulsations.

- Personal freedom is profound-
ly achieved through genuine
monotheism and continuous direct
relation with the macro-cosmos as
some biological concrete fact
rather than an abstract concept.
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- Enhancing convergence to-
wards a common central idea and
goal idea which may be represent-
ed by some central location as
symbolic as it could be.

Islamic praying goes on in cir-
cumferential circles, converging
towards a central goal along cer-
tain signals of circadian rhythm
while the raw earth at large is but
‘my mosque’. Fasting (through
Ramadan) is also declared by the
direct vision of the crescent rather
than the astronomers’ discipline or
calculations. The rituals of Islam-
ic pilgrimage also illustrate the
everlasting biorhythmic circula-
tion (around Al Kaaba), the ‘in-
and-out programme’ between Al-
Safa and Al-Marwa and the dis-
lodgement phase by jogging (Har-
wala) in certain area during this
trip. Standing on mount Arafa dur-

RAJEEV AGARWAL

ing pilgrimage could be another
reference to the emphasis of the di-
rect relation of man to naive na-
ture.

All such observations are not in
the least an attempt to interpret
certain rituals in some scientific
jargon. It is simply an attempt to
show how Islam is simple, directly
related to native nature and ex-
tending along some harmonising
activity to achieve an open ended
biorhythmic growth march.

Conclusions

— Using a religious approach to
alleviate pain (palliative) should
not reduce religion to some possi-
ble tranquilizer acting through
naive encouragement.

— Rhythm restoring therapy is a

6.3 Palliative Care — Hinduism

Overview of Hinduism

What is Hinduism? Many ques-
tions are asked about Hinduism:

—Is it a system of beliefs?

— Is it a medley of rites?

— Is it a mere geographical ex-
pression?

— Why have its contents altered
form age to age, and vary from
community to community?

To the west, it tends to appear as
a rich but rather baffling tangle of
myths with endless gods and god-
desses worshiped in countless dif-
ferent forms

The Hindu civilization is so
called since its original founders
and followers occupied the area
drained by the Sindhu (Indus) riv-

er system (Rig Veda). The term
Hindu is a Persian word and means
simply India. Hinduism is this Ism
of Indian people.

Itis one of the oldest religions of
the world with about nine hundred
million followers. It is over five
thousand years old although the el-
ements of faith are much older. It
does not have any single founder,
teacher or prophet. A Hindu be-
lieves there is one ultimate reality
behind the universe called Brah-
man, which is manifested as God
and Goddesses. The same ultimate
reality exists within all human be-
ings as an inner soul.

Him who is the one real sages
name variously (Rig Veda I- 164.46)

He is never born, nor does he

die at any time, nor having (once)

multi-dimensional discipline in-
cluding religious approach in bio-
logical existential terms. It utilises
almost all modes of therapy where
palliation is considered as the by-
product of proper handling.

— Cultural, sub-cultural and indi-
vidual differences should be con-
sidered all the time.

— In spite of the possibility that
terminal patients have the right to
leave in peace and dignity, eu-
thanasia seems to be a shortcut
solution more related to conceptu-
alising the individual apart of his
extension in the universe both
transversely and longitudinally.
Rhythm restoring approach makes
euthanasia less rational.

Prof. YEHIA-EL- RAKHAWI
Professor of Psychiatry
at the University of Cairo, Egypt.

come to be will he again cease to
be. He is unborn, eternal, perma-
nent, and primeval. He is not slain
when the body is slain. (Bha-
gavad-Gita 11-20).

Hinduism recognises three paths
of salvation:

— Path of Knowledge (Janana).

— Path of devotion (Bhakti).

— Path of Work and religious
performances (Karma- action).

The Karma (action) is central to
the Hindu faith. You reap what you
SOW.

But he controls the senses by the
mind, O Arjuna, and without at-
tachment engages the organ of ac-
tion in the path of work, he is supe-
rior. (Bhagavad-Gita 111-7)

Therefore, without attachment,
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perform always the work that has
to be done, for man attains to the
highest by doing work without at-
tachment. (Bhagavad-Gita 111-19)

A common Hindu may not have
read vast majority of religious
scriptures, his life is influenced by
traditions, stories and practices of
people.

To summarise, Hinduism is
more an approach to the universe,
a way of living, rather then an in-
tellectual system of philosophy.
Therefore it is difficult to separate
religious elements of Hinduism
from social, racial and even politi-
cal elements which also make up
Hindu culture.

194l IDORUS SANCH wi
DE LUNA ORD.S.BENE
DICTY ANNO J7SA.

Acceptance of incurability
of disease and death
as a natural process

In palliative care, the patients
and family accepts the disease as
incurable, which leads to under-
standing that death is inevitable
and is not a disaster. In fact while
the patient is heading towards the
end, for the family and social unit
it is a preparation for the in-
evitable.

Hinduism believes in the re-
birth and re-incarnation of the
soul. Therefore death is never a
calamity. Rather it is a part of cos-
mic cycle. There are four stages of
life:

— Brahmcharya Ashram (student
life).

— Grahasth ashram (family life).

— Vanprasth Ashram (retirement
life).

— Sanyas ashram (detachment
and renunciation).

For to the one that is born death
is certain and certain is birth that
has died. Therefore for what is un-
avoidable, thou shouldst not
grieve. (Bhagavad-Gita 11-27)

Euthanasia

— WHO. Palliative care affirms
life and regards death as a normal
process, it neither hastens nor post-
pones death.

— You matter because you are
you. You matter to the last moment
of you life and we will do all we
can to help you die peacefully, but
also to live until you die (Dame Ci-
cely Saunders)

Euthanasia:

— This is a controversial subject
involving moral, ethical and legal
issues.

— The majority of countries in-
cluding India have not legalised it.

— It weakens the societies’ re-
spect for the sanctity of life.

The Hindu view on euthanasia

There is hardly any direct refer-
ence on euthanasia. As I said be-
fore, a common Hindu bases his
life on traditions and stories. Let us
see what is the Hindu view on eu-
thanasia is.

— Path of Ahinsa (Non-Vio-
lence).

— Dharma (religion). For a com-
mon Hindu it is a moral and ethical
duty to take care of older members
of the family and community.

— Killing. This interferes with
the soul’s natural progress of liber-
ation due to untimely death.

— Karma (actions). They are
central to Hindu faith. Killing in
any form brings bad karma (ac-
tion) to the killer because of the
principals of non-violence.

Non-violence, equal minded-
ness, contentment, austerity, char-
ity, fame and ill fame are the differ-
ent states of being proceeded from
me alone. (Bhagavad Gita X- 5)

Euthanasia or suicide should not
be confused with Prayopavesa-
fasting to death in Hinduism. It is
acceptable under certain circum-
stances and is only for people who
are fulfilled and have no desire or
ambitions in life.

Spirituality

What is spirituality? It defies a
single definition. It is not restricted
to those who belong to a religious
denomination. In fact spirituality
can do without religion but the op-
posite is not true. This is often ex-
pressed as a relation with a god,
but it can also be about nature, art,
music, family and community or
whatever belief or value gives a
person a sense of meaning and
purpose in life.

In fact spirituality is a constitu-
tional part of human life and for
this reason a carer cannot ignore
the spiritual needs of patients in
palliative care setting. Though dy-
ing is often taken as a biological
event, it is a physical, social and
spiritual event.

Spiritual practices in Hinduism

Spiritual care in the Hindu tradi-
tion starts from the moment of
conception and continues through-
out life and into the next one.

— In Hinduism we believe that
quality of death depends upon
quality of life. Therefore spiritual
practices are important to life, to
death and to transmigration to a
new body.

— Death should not take a person
unaware; rather it should we
peaceful, voluntary and willed.

— Conventionally, the soul
should leave the material body be-
hind with the name of God on the
lips heart and mind of the dying.

— If the dying person is unable to
do this, the responsibility to chant,
read from scriptures, lies with rela-
tives, friends and spiritual masters.

He who utters the single syllable
Aum (which is) Brahman; remem-
bering me as he departs, giving up
his body, he goes to the highest
goal. (Bhagavad-Gita VIII-13)

There is another way at looking
at the spiritual aspect of palliative
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care. In palliative care we try to
find a solution to the problem that
can be solved. If we cannot solve a
problem the only way out is to
learn to live with the problem
without being troubled by it. This
is possible if the person’s mind has
moved beyond the problem though
the problem continues to exist.
The capacity of the mind to move
beyond the problem — transcen-
dence — also helps the person find
peace.

To attain this transcendence
there are many methods in Indian
scriptures:

— Karma Yoga (Action).

— Bhakti Yoga (Devotion).

—Raj Yoga (Meditation).

—Janana Yoga (Knowledge).

There is no single solution to of-
fer for the spiritual needs of the dy-
ing person in Hinduism. People
from diverse cultural traditions
achieve this transcendence in their
own way.

Bereavement Care

Bereavement may be viewed as
a ‘state of thought, feeling and ac-
tivity which is a consequence of
the loss of a loved or valued ob-
ject.” (Peretz, 1970).

Bereavement is a highly stress-
ful event, frequently evoking a
powerful emotional, physical
and/or intellectual reaction. Very

often the bereavement states are
self-limiting and require no specif-
ic treatment.

The purpose of any bereave-
ment support programme is to pro-
vide comfort, support and infor-
mation to surviving relatives and
friends in an effort to alleviate the
distress of bereavement

Hinduism and bereavement care

In the Hindu tradition the be-
reavement support is a sponta-
neous process. Traditionally, Hin-
du families have a joint family sys-
tem. Therefore family and finan-
cial support are taken as granted
and automatic.

There are well laid down norms
and traditions that a common Hin-
du follows after the death of a near
and dear.

Normally the eldest son of the
deceased performs the last rituals.
As a tradition he gets his head
shaved. To be part of his grief, the
other male members of the family
also get their heads shaved.

The food is not cooked for ten
days and is offered by the relatives
and community.

On the third day of death, the
members of the community gather
together with the family to share
the grief.

On the tenth day of death, the
family and members of the com-
munity gather together, distribute

food and clothing to the poor and
the eldest son of the family is de-
clared the head of the family.

On the thirteenth day again,
food and other things are offered to
various priest of community.

Then there is a shantipath-
prayer for the peace of the depart-
ed soul.

On the date of death, every
month for a year, the family priest
is offered food and other things.

No celebrations and marriages
are performed for one year. On the
completion of one year, the family,
relatives and members of the com-
munity gather for prayer for peace
and food and other things are of-
fered to the priests.

Conclusion

Although the modern palliative
care movement started in the Unit-
ed Kingdom in the last century,
various elements of palliative care
i.e. approach to death, spiritual,
psychosocial and bereavement
support, are part of Hindu culture
and have been practiced for thou-
sands of years. Thus, the Hindu
way is most suited to support the
many elements of palliative care.

Dr. RAJEEV AGARWAL
Senior Consultant and head
Dept of Surgical Oncology
Sir Ganga Ram Hospital
New Delhi, India.
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6.4 Buddhism and Palliative Care in Japan

First, I would like to thank the
Pontifical Council for inviting me
to join this conference. In this
speech I would first like to talk
about the relation between Bud-
dhism and palliative care. Then I
would like to follow that with a
discussion about palliative care in
Japan. Buddhism was started by a
man who found the answer to the
problem of suffering that comes
from the fact that there is no es-
cape from death. Hence, Bud-
dhism has been related to pallia-
tive care, especially spiritually,
since its birth. Buddha descended
from the noble family of Shakya
who shared in governing the small
state of Kapilavastu which is now
near the border of India and
Nepal. His whole life was quite
different from that of Jesus Christ.
He was not arrested and was not
crucified. He grew up as a wealthy
aristocrat, got married, and had a
child. His happiness ended when
he became conscious of the basic
facts of existence. He saw old age,
sickness and death. He worried
that he too would grow old, sicken
and die. He decided to leave his
home and chose a life of home-
lessness, seeking salvation from
suffering — such as aging, disease
and dying — in the practice of Yo-
ga. He was twenty-nine years old.
After 6 years of practice, he solved
the problem of suffering, reconcil-
ing with the fact that there is no es-
cape from death. That led to a way
of life where one continues to con-
trol one’s egoism completely. The
spiritual pain of aging, disease and
dying disappeared in Buddha once
he realised complete freedom
from attachment to the self, which
included the attachment to his
own life. At the same time, the
compassion not to discriminate
others from oneself appeared in
his heart. Buddha was enjoying a
kind of Yoga that blew away the

spiritual pain related to death. He
thought his knowledge was for-
eign to the world. How could the
world be expected to understand
him? He hesitated to tell people
about this salvation. Telling the
truth often harms a person if the
truth is that their life will end. But
without telling this truth, the
chance that others would realise
their own salvation would be
missed. It is interesting to note the
similarity between Buddha’s hesi-
tation to tell the truth about his sal-
vation and telling a cancer patient
the truth about their condition. To
tell patients that their cancer can-
not be cured could cause them
spiritual pain. After an inner strug-
gle with paradox, Buddha decided
to teach others about his salvation
out of compassion for humanity.
Buddha’s first students were his
five former ascetic companions.
He told them about ‘the fourfold
noble truths’ which are ‘suffer-
ing’, ‘the cause of suffering’, ‘the
extinction of suffering,” otherwise
known as Nirvana, and ‘the path
to Nirvana’. ‘Suffering’ was Bud-
dha’s main concern. Here, ‘suffer-
ing’ is a translation of the Sanskrit
word ‘dukkha’ which means, liter-
ally, ‘to be denied what we desire’.
Buddha said that there are eight
sufferings. The first four are birth,
aging, disease and death. The last
suffering summarised all suffer-
ings. It is the attachment to one-
self. Attachment to the self is the
fundamental suffering. ‘The cause
of suffering’ is passion, such as the
passion for sex, the passion to live
and the passion to die. These three
passions correspond to the three
elements of life in biology, those
being: reproduction, dynamic
equilibrium and death. ‘The ex-
tinction of suffering’ is the state of
Nirvana where passions are extin-
guished and suffering, i.e. attach-
ment to self, is also extinguished.

“The path to Nirvana’ is where one
controls passions completely. At-
tachment to the self being con-
trolled compassion for all others
appears. Buddha’s doctrine has no
purpose in and of itself. It is but
the means which brings happiness
to the people. And Buddha
showed, using the metaphor of a
raft, that the essence of the doc-
trine was to leave attachments.
Imagine a person walking down a
road. He comes to a large river.
The shore on his side of the river is
dangerous, but the shore on the
distant side is peaceful. He makes
a raft. He crosses the river using
the raft and reaches the other
shore. After arriving at the other
shore, he should leave the raft on
the shore and continue on his jour-
ney. In this case, the raft is a
metaphor for Buddha’s doctrine it-
self! Metaphor literally means “to
carry over”. And Buddhism too is
just a metaphor that carries people
over to the other shore of happi-
ness. The raft should be thrown
away once one has crossed to the
other shore. A Buddhist does not
attach to Buddhism itself and also
the non-attachment of Buddhism
does not attach to non-attachment
itself. Buddha said what I can con-
trol freely according to my desires
is mine. But, what I cannot control
freely according to my desire is
not mine. We do not have control
over our bodies as far as birth, ag-
ing, disease and dying are con-
cerned. So, in order to control our-
selves we must recognise that our
bodies are not our own. There is
nothing that can be said to be mine
or myself because even this body
does not belong to me. If one con-
siders oneself thus, one does not
discriminate others from oneself.
This is the wisdom of equality in
Buddhism. Having compassion
for all people without attachment
to oneself is the situation of the
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Buddhist who affirms all others’
religions equally. Therefore, many
personalities gradually came to be
included in Buddhism, and the
concept of Mandala, which en-
compasses all types of human life,
was developed.

Buddhism as such expanded
thoughout Asia thanks to its asso-
ciation with medicine. In the third
century B.C., Ashoka, King of In-
dia, made a medicinal herb garden
which is the oldest one of its kind
in the world. He sent Buddhist
priests to many foreign countries
to treat people with medicine from
his garden. In this way they could
save people from physical diseases
through medicine and from spiri-
tual suffering through Buddha’s
teaching. It is interesting to note
that in Japan the first national hos-
pital was built in a Buddhist tem-
ple. Unique Buddhist manners and
rituals for dying were developed in
Japan. One of the ideas that was
developed is contained in a text
named ‘The most important mys-
tery in this life.” It has nine chap-
ters. In the first chapter it says that
while a disease can be controlled
by medicine one must never give
up to nor accept death. Second, it
says that if a disease cannot be
controlled, and there is no way to
be healed, one must not cling to
life. Third, if this is the case one
should move to a palliative care
unit, because if one stays home,
one would cling to life as it is at
present. If no palliative care unit is
available, one should imagine be-
ing moved to such a place. The
fourth to eighth chapters instruct
one to bring and pray to one’s prin-
cipal object of worship, which
may be one of various Buddhas,
Bodhisattvas or any god or god-
dess, confess one’s whole life to
that object of worship, seek salva-
tion, imagine the other shore of
one’s ideal personality of worship
and prepare for death by concen-
trating one’s mind on one’s own
ideal personality of worship —
which is the essence of yoga.
Ninth, it says that during the
memorial service the family
should do good deeds in place of
the deceased so that the deceased’s
soul will rest in peace. This de-
scribes Buddhism’s approach to
illness and death.

Next I would like to talk about

how this relates to the current ap-
proach toward illness and death in
Japanese medicine. The word ‘re-
ligion” was translated into Japan-
ese as two characters, ‘shuu’ and
‘kyow’, which literally mean ‘mys-
tery’ and ‘doctrine’. The latter half,
‘doctrine’, corresponds to the ra-
tional part of religion which can be
transmitted easily by words. The
first part ‘mystery’ corresponds to
the part of religion that is outside
rationality and cannot be transmit-
ted by words and requires a mas-
ter-disciple type transmission. Al-
most all Japanese culture devel-
oped under the influence of eso-
teric Buddhism and followed the
formality of ‘mystery and doc-
trine’ and included a master-disci-

ple type transmission. The Japan-
ese cultural changes that grew
from this esoteric influence in-
clude the Japanese art of flower
arrangement, poetry, calligraphy,
painting and theatrical perfor-
mances. Also, a non-verbal com-
munication style gradually became
more important than that of open
verbal communication. To under-
stand something difficult which
cannot be expressed in words easi-
ly, one needs to relive it or experi-
ence it vicariously. But vicarious
experience requires that one has
already, at some point, had the ac-
tual experience. If they have not,
metaphors or symbols were fre-
quently used to help people vicari-

ously understand these experi-
ences. The most difficult things to
understand, such as the mystery of
Buddha’s realisation, are called
‘secrets’. The word ‘secret’ in
Japan did not mean to hide the
truth but described something that
was difficult to understand by ver-
bal communication.

To help you understand the cur-
rent state of palliative care in
Japan, please consider some things
that have appeared in the medical
journals. The May 1988 issue of a
weekly magazine called ‘Medical
Tribune’ reported that a summit
conference on cancer was held us-
ing satellite communication. The
chairman of the Soviet Union Can-
cer Society mentioned that he does

not tell cancer patients their true
diagnosis because it gives the pa-
tients mental pressure and this, in
turn, has a negative influence on
their condition. The American
doctor said that he tells cancer pa-
tients their true diagnosis as a mat-
ter of course. I think it is because
American hospitals have spiritual
care workers that doctors there tell
their patient the truth, whereas for-
mer Soviet hospitals did not. How
to prolong life depends on
refutable matters so science and
doctors can handle it properly. But
how to live a limited life does not
belong to science. So, spiritual
care workers must take care of it.
In a paper ironically titled ‘Cur-
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able cancers and fatal ulcers: atti-
tudes toward cancer in Japan’ pub-
lished in 1982, it was pointed out
that Japanese patients having ter-
minal cancer are generally not told
their true diagnosis. Japanese doc-
tors do not approach patients by
open verbal communication. It
points out that vagueness is an im-
portant part of Japanese culture
and that there is a principle of se-
crecy in Japanese culture. This cul-
ture of secrecy and vagueness
originated in Buddhism. Unfortu-
nately, Buddhism was excluded
from Japanese society in 1868 by
the revolutionary government of
the Meiji period emperor. When
Western culture was adopted to
modernise Japan, the government
tried to exclude Christianity from
the adopted western culture. In-
stead, the government tried to re-
place Christianity with Shintoism,

the religion of the emperor. How-
ever this attempt did not succeed
and the people in charge of spiritu-
ality disappeared from Japanese
hospitals. After that revolution, the
formal vagueness was left without
any attachment to its important
Buddhist spirituality. The resulting
absence of spirituality, and there-
fore spiritual care workers, in
Japanese hospitals makes it diffi-
cult to give a true diagnosis to can-
cer patients. Maintaining the prin-
ciple of informed consent still is
not perfect in Japan although it has
become the most important princi-
ple in medical ethics through the
Helsinki and Lisbon declarations.
Buddhist priests are not doing their
essential work, using the raft to
transfer patients to the other shore
of palliation, in present day Japan.
Currently, many palliative care
units exist in Japan. The main job

at those palliative care units is not
the relief of spiritual pain but only
the relief of physical pain. The
training of spiritual care workers is
necessary since they are currently
absent from most medical institu-
tions in Japan. And we hope to
learn a great deal from the Vatican
about how to educate our spiritual
care workers. Thank you.

Rev. MASAHIRO TANAKA
Chief Priest at

‘Buddhist Temple Saimyouji’,
Physician at the

‘Medical Clinic Fumon-in’,
Mashiko, Japan.
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6.5 New Age, Post-modernity

Introduction

To examine palliative care from
the point of view of New Age and
post-modernity is certainly an
original undertaking. But it is also
clear that it is not easy to offer a
satisfactory answer. This paper of
mine seeks to offer a schematic
representation of the New Age
movement and the complex phe-
nomenon of post-modernity. Both
of these concepts will be presented
from a philosophical-social-cultur-
al and ethical-cultural point of
view. Palliative care is examined
within this context.

New Age

The New Age movement be-
longs to the principal characteris-
tics of post-modernity. Called also
‘the age’, the ‘Age of Aquarius’ or
the ‘new era’,’ New Age consti-
tutes a religious subjectivity that is
particularly widespread in the in-
dustrialised West. More than en-
gage in a definition of what New
Age is,” in general terms one can
offer a description. The recent in-
ter-decasterial document of the
Holy See describes New Age in
the following terms: ‘New Age is
not exactly a religion, but it is in-
terested in what is called ‘divine’.
The essence of New Age is the free
association of various activities,
ideas and people to which and to
whom this term can be applied.
Therefore, a definitive organisa-
tion of something like the doc-
trines of the principal religions
does not exist. Despite this, and
notwithstanding the immense vari-
ety that exists within New Age,
one can identify certain shared
points: the cosmos is an organic
whole; it is animated by an Energy
that is also identified as Soul or
Spirit; and there is a great deal of
belief in the mediation of various

spiritual bodies. Human beings are
able to ascend to invisible higher
spheres and to control their lives
beyond death. The existence of
‘perennial knowledge’ is affirmed
and this is said to have existed be-
fore, and be superior to, all reli-
gions and cultures. People follow
enlightened teachers...’.?

Jean Vernette, the French schol-
ar of New Age, explains its ‘creed’
in an interesting way, in the form
of ‘Ten Commandments’ which
are as follows: 1. You will wait for
the Age of Aquarius with impa-
tience. 2. You will believe firmly
in the Great Change. 3. Your con-
sciousness will awake in a careful
way. You will be concerned with
your body in an active way. 5. You
will respectfully follow your
teachers. 6. You will believe in the
irrational completely. 7. You will
worship the goddess Gaia (the
earth) with loyalty. 8. You will rig-
orously reject existing religions. 9.
You will speak with spirits in all
naturalness. You will laugh at
death with serenity.*

The movement of Aquarius will
offer mankind the opportunity of
creating a religion that is complete-
ly suited to man. It prefers man to
become God and denies that God
became man. This movement has
the hope that it will take the place
of Christianity. For this movement,
God is not a person, or the God of
Abraham, of Isaac, and of Jacob, or
the God of Jesus Christ, but the
highest vibration of the cosmos or
the highest expression of transcen-
dental consciousness. All of this is
expressed in one of the chief mot-
tos of the New Era: ‘if you believe
it, it is true’.’ The man of the ‘new
age’ no longer needs Revelation
and as a result he does not need
faith, grace and salvation through
the cross of Christ. These can be
replaced by inner illumination. As
evil does not exist, nobody can be
responsible for the evil that they

have done to other people.® It is
thus useless to be afraid of death
because man will never die but will
be reincarnated. To summarise: the
religion of Aquarius and Christian-
ity are two different things, two ir-
reconcilable realities. It is not pos-
sible to believe in the resurrection
and at the same time to believe in
reincarnation. This new pseudo-re-
ligion explicitly rejects the Christ-
ian concept of God, the Christian
concept of the person, and the
work of Jesus Christ.

193, FRANCISCUS XAV |
MASTRILLI PATRICIVS |
NEAPOLITANUS A.Y 739

Post-modernity

Of the different attempts to offer
a definition of post-modernity,
here only two will be presented.
The first comes from the Italian
theologian Ignazio Sanna, for
whom the term ‘post-modernity’
refers to ‘the dissolution of the
modern cultural synthesis and the
advent of weak thought and the
crisis of reason’.” The second at-
tempt is the description of the con-
cept of ‘post-modernity’ presented
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by John Paul II in his encyclical
Fides et Ratio: ‘Our age has been
termed by some thinkers the age of
“postmodernity”. Often used in
very different contexts, the term
designates the emergence of a
complex of new factors which,
widespread and powerful as they
are, have shown themselves able
to produce important and lasting
changes. The term was first used
with reference to aesthetic, social
and technological phenomena. It
was then transposed into the philo-
sophical field, but has remained
somewhat ambiguous, both be-
cause judgement on what is called
“postmodern” is sometimes posi-
tive and sometime negative, and
because there is as yet no consen-
sus on the delicate question of the
demarcation of the different histor-
ical periods’ (n. 91).

When, therefore, did ‘post-
modernity’ begin from a historical
point of view? There are different
views on the matter. However, it is
to be observed that a group of
scholars see the year 1968 as ‘the
last explosion of modernity and
the first birth of the ‘age of after’:
after revolution, after reason, after
history, after the vanguard, after
religion’.?

Michael Paul Gallagher, an Irish
theologian, points out certain fea-
tures that constitute ‘five of the
chief columns of post-modernity’:
1. distrust of man and his thought.
2. The dominion of aesthetic ratio-
nality. 3. The concept of narcissis-
tic freedom at the social and polit-
ical levels. 4. Distrust of the future.
5. The return of mystery and pseu-
do-religiosity.” To these character-
ising pillars of post-modernity
may be added others, and these are
in particular: a) nihilism; b) the
difference principle; c) tolerance;
and d) ecologism.

According to Gianni Vattimo,
the post-modern abandons the
‘strong’ categories of traditional
metaphysics and, basing itself on
F. Nietzsche and M. Heidegger, of-
fers a ‘weak’ vision of being. Phi-
losophy, understood as ‘weak
thought’, has lost is founding role
and as a result truth is unceasing
interpretation and no longer an
adaptation of thought to reality. In
this approach, the anthropology of
post-modernity is seen as weak-
ened. For a schematic comparison

of modernity and post-modernity,
one could take three ‘concepts’ or
‘subjects’ typical of every form of
culture: God, the world, and man.
From a theological point of view,
for modernity these terms are
‘strong’ and from the perspective
of faith they are understood as the
Creator, the creation, and the crea-
ture. For post-modernity, on the
other hand, these same subjects
have become ‘weak’." In this
sense one can speak about three
anthropological concepts of post-
modernity: 1. the weakening of the
concept of God. 2. The weakening
of the concept of the world. 3. The
weakening of the concept of man.

Post-modernity is a broad con-
cept characterised by heteroge-
neousness, indifference towards
values, uncertainty, the provision-
al, fragmentation, difference, ni-
hilism, pragmatism, the indetermi-
nate, the end of history, the strong
influence of the mass media, dis-
trust of man, of his dignity, of lan-
guages and of universal syntheses.
Nietzsche’s concept of the ‘death
of God’ leaves an empty space. In
this space the ‘super man’ devel-
ops, who becomes his own yard-
stick. Human life loses its intrinsic
value, its religious and sacred
meaning, and is thus exposed to
every kind of exploitation.

To summarise, post-modernity
is a complex reality of a philo-
sophical-social-cultural kind that
is also anti-metaphysical, relative,
partial, nihilistic, aesthetic, secu-
larised, lost, ironic and cynical. It
leads to the obscuring or the weak-
ening of being, the dissolution of
the stability of being, and moral
disengagement. Post-modernity
prefers a spontaneous and infinite
game of interpretations; it prefers a
rhetorical and aesthetic experience
to an experience of truth. Indeed, it
rejects metaphysics and knowl-
edge of truth. In other words, it
tries to convince people that one
cannot take seriously God, being,
life, human language or science.
As a result, post-modernity has a
misleading, anti-human and anti-
Christian character.

Palliative Care

In New Age there is no distinc-
tion between good and evil; sin

does not exist. Only imperfect
knowledge is recognised. Human
action is the fruit of ignorance and
of enlightenment. As a result, no-
body needs forgiveness and no-
body can be condemned. Those
who believe in evil can encounter
only negativity and fear. These
can be overcome through love. In
New Age acting against nature
leads to suffering and illness. In
contrary fashion, acting in harmo-
ny with nature leads to a healthier
life and also to material prosperity.
Suffering is also understood as an
inability to exploit all human re-
sources. In man himself is to be
found the source of healing and
this can be reached by entering in-
to contact with the inner energy of
man or with cosmic energy. Ac-
cording to some currents of New
Age, man does not even need to
die: through the development of
human potential one can enter into
contact with human inner divinity
and with those parts of man that
have been suppressed or alienated.
New Age has a low evaluation of
traditional science and medicine
and sees these as inferior and as
obstacles to the advent of the Age
of Aquarius. New Age prefers
holistic approaches and wants
people to break with the traditions
that they have grown up in. A typ-
ical element of New Age is rein-
carnation and this is understood as
a necessary step towards spiritual
growth, a progressive spiritual
evolution that begins with birth
and continues after death. Death is
nothing else but the move of a soul
from one body to another."

For Peter Singer and Hugo Tris-
tram Engelhardt, who are seen as
the principal representatives of
post-modern bioethics, life as
such has no meaning. The value of
human life is relative, obscured,
and there is no recognition of its
gradualness and ontological and
axiological differences. The status
of the human person is only attrib-
uted to self-aware individuals who
can express their will. The
bioethics of both these authors at-
tribute no meaning to suffering,
which is part of normal human
life, to the terminal stage of life,
and to death: in the face of these
realities, one takes refuge in sui-
cide, in assisted suicide and in eu-
thanasia.
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How can we locate palliative
care in this context? When human
life has no meaning, as nihilism af-
firms, or reincarnation is accepted,
as New Age affirms, what is the
point of dedicating oneself to a life
that is coming to an end? Palliative
care has no meaning in this ap-
proach. From the point of view of
New Age, palliative care can only
block the move to reincarnation.
From the point of view of post-
modernity, palliative care is a
waste of material resources (medi-
cines, occupation of beds, etc.) and
personal resources.

Conclusion

New Age belongs to the specific
characteristics of post-modernity.
The contribution of palliative care
in this context is denied by the ni-
hilism that dominates European
post-modernity and by the prag-
matism that dominates post-
modernity in its American form.
For New Age and for post-moder-
nity, palliative care has no mean-
ing and thus such care must look

for its justification in other sys-
tems of thought, and in particular
in the Christian vision of life.

Rev. JAN DACOK, S.J.

Lecturer in Ethics and Moral Theology,
The Faculty of Theology,
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II1 Section

What Should Be Done?

CARLOS AMIGO VALLEJO

1. The Pastoral Renewal of the Sacraments
for the Sick: Reconciliation, Anointing, Viaticum

What should be done? After ex-
amining in previous sessions the
situation of the sick, in circum-
stances that are certainly special,
and after allowing ourselves to be
illuminated by the light of revela-
tion, theology and religious tradi-
tions, a question remains: what
should be done? This was the same
question that was posed to John the
Baptist. The answer is faithfulness
to he who was to baptise with the
Holy Spirit and fire (Lk 3:16). The
pastoral renewal of the sacraments
must always take place along the
path of a new encounter with
Christ and faithfulness to him.
This, too, is a very important point
in what must be a new evangelisa-
tion.

1. The Sacraments for Life

‘Just as we see that the human
body is adorned with its own
means for looking after the life, the
holiness and the increase of its own
individual limbs, so the Saviour of
mankind, by his infinite goodness,
looks after in an admirable way his
mystical body of Sacraments, with
which the limbs, almost through
uninterrupted levels of graces, are
sustained from the cradle to the last
link and contribute with every
abundance to the social needs of
the whole Body’ (Mystici Corporis
Christi, 9).

I believe that this ‘from the cra-
dle’, which is expressly affirmed
by the Mystici Corporis Christi,
should be borne in mind when ref-
erence is made to pastoral care in
relation to sacraments for the sick.
This is because pastoral care in re-
lation to what is practically the last
moment of life should be separated
from pastoral care in relation to the
whole of a person’s existence.
When, during one’s life, one works
in union with Christ, and for his
growth, one also prepares for those
moments when illness (and espe-
cially the last illness) arrive. One
should say that everything should
contribute to union with Christ or
to conformity with Christ.

The words of the encyclical of
Pius XII place us on the best road
possible by which to draw near to
the practice of the sacraments. This
is because faith in Christ is a way
of living and the sacraments are the
sources that come from the spring
of the Vivifying Christ who gives
life to a person in all his or her in-
dividual reality, ‘body and soul’.
The exterior and tangible signs ex-
press all of this but grace alone
gives life and sanctifies. Man,
therefore, whatever his situation,
has the duty and the right to draw
near to the sacraments and to re-
ceive them.

Penance re-establishes, attends
to, and strengthens the alliance
with the Merciful One. Anointing

is a sign of strength and of the hope
of being recognised amongst those
who belong to the body of the
Anointed One. Viaticum is pignus
futurae gloriae and perfect com-
munion with the Lord, who gives
life.

The renewal of pastoral care in
relation to these sacraments must
take place by means of this journey
of life, placing them deeply in the
existence of the believer and find-
ing there experience itself of God.
To achieve this, one may observe
that in any attempt to renew pas-
toral care in the relation to the
sacraments, unity between faith,
the sacrament, charity and mission
is of inescapable importance.
Without faith, a sacrament would
be reduced to mere ritualism. With-
out charity, one would fall into es-
cape from responsibility towards
the requirements of the new com-
mandment of the Lord. Without
evangelising witness, it would be a
failed mission, a hidden light.

2. Illness: a Special Moment
of Grace to Celebrate
Reconciliation, Anointing
and Viaticum

Between illness and the desire to
live there is an important space for
the great encounter with God: an
extraordinary kairos 1in which
communication and the experience
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of the transcendent, and at the
same time of communion with
Christ and his Church, can become
more desirable.

In such a special time as illness,
it is extremely important for pas-
toral workers to be aware of the sit-
uation, which is probably critical,
of the patient and his or her family.
And not only as regards his or her
illness but also his or her Christian
life, his or her formation, and his or
her experience of faith. This is be-
cause every new circumstance of
life is a special moment since with-
in the believer there takes place a
growth in union with Christ. That
person who during his or her life
has contemplated the Passion of
Christ and has worked to unite his
or her own passion to him, at the
time of illness must live out this
spiritual ~ experience with a
supreme intensity. As is natural,
amongst the pastoral remedies that
should be presented, and by no
means at a secondary level, there
are the sacraments, whose purpose
is to unite us to Christ.

At such times it is always impor-
tant to distinguish between what
the illness represents in itself and
what it represents in specific ex-
treme circumstances. To distin-
guish does not mean to try to es-
cape the delicate moment in which
the patient and his or her family
find themselves but, rather, with
the greatest serenity possible, to al-
low that situation to be seen and to
provide an appropriate pastoral
remedy.

One of the points that should be
always emphasised (with words,
actions and rites) is that one is deal-
ing here with religious actions,
sacraments to help the patient, and
not a sort of almost magical treat-
ment for a dying person who has
by now reached the end of his or
her days...

The request for, or rejection of,
the sacraments by the patient or his
or her family is a sensitive ques-
tion. This rejection usually takes
place when the sick person is not a
fervent believer, even though the
behaviour of the family, which is
usually afraid that the sick person
will become frightened, is worse.
The pastoral journey must always
be that of offering religious help in
such a way as to generate the wish
on the part of the sick person and

his or her family to receive a spiri-
tual remedy.

The family usually steers be-
tween social conformism (which is
increasingly less reliable) and fear
(more as an excuse to flee from its
own responsibility than as a real
situation) about the emotional im-
pact that the sacramental rite might
have on the patient.

It is necessary to lay emphasis,
in the most suitable catechetic and
pastoral form, on a religious in-
struction that creates in Christians
suitable approaches of faith to life
and death. The problem here is that
we are not speaking about hope,

which is one of the three theologi-
cal virtues and which refers to
heaven — indeed we are not speak-
ing about heaven. The desire to re-
main on this earth for as long as
possible can indicate that we do not
have faith in the fact that our des-
tiny is heaven. For this reason ,we
do not even have the slightest
preparation to address an in-
escapable spiritual approach at
such a decisive moment.

It should be repeated that this is
an encounter with Christ, who does
not open the doors to death but is
the God of hope and life. When
Christ with his open wounds ap-
pears, eyes open to faith, as hap-
pened with the disciple Thomas.

A life is placed in the hands of
God and the Christian feels that he
or she is united with, and takes part
in, the paschal mystery of Christ.
The encounter with the Lord places

him or her on the pathway of
health. Christ is the Saviour not so
much because the infirmity of the
body has gone away but because
he has cured the internal wounds
with the balsam of mercy. The sick
person, although he or she contin-
ues to be such, is now a new person
because he or she has found a
peace that he or she previously did
not have. The love of God is placed
‘upon every human weakness so as
to gather it in the arms of His mer-
cy’ (Incarnationis mysterium, 9).
All of this also takes place in the
family when it takes part in prayer
and in the celebration of the sacra-

ments together with the sick per-
son.

The time of illness can be this
propitious occasion, this time of
grace for the encounter with God,
for the interior drawing near to
Christ, and for becoming recon-
ciled with oneself and with other
people. A man who is reconciled
feels a certain inner harmony and
tranquillity, a sort of psychological
liberation, which is legitimate and
natural (Reconciliatio et poeniten-
tia, 30), but, and above all, he feels
that he is in the arms of Christ the
Saviour.

In this special situation, at such a
critical moment, the communal
celebration of the sacrament of
penance with the sick person and
his or her closest relatives could be
of great help. On the basis of estab-
lished rules, this kind of celebra-
tion could help notably in the pas-
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toral retrieval of the sacrament of
reconciliation at times of illness.

‘Lastly, to men who find them-
selves in the languor of death, pi-
ous Mother Church is near, and
with the sacred anointing of the
sick, although not always, because
the Lord so disposes, she gives ho-
liness again to the body, offers still
a supreme medicine to the wound-
ed spirit, transmitting to heaven
new citizens and procuring for the
earth new protectors, who for all
centuries will enjoy divine good-
ness’ (Mystici Corporis Christi, 9).

The anointing of the sick, in con-
tinuity with reconciliation, is the
sign of full acceptance, on the part
of the Father, of the sick son. It is
not so much the sick person who
entrusts himself or herself to the
Father, but the Lord who receives
and makes His own the man
wounded by sin and places him on
the oil of mercy. It is the whole
Church that entrusts the sick per-
son to the Lord so that He may
raise him or her up and save him or
her, but also so that this suffering
Christian may voluntarily associ-
ate himself or herself with the pas-
sion and death of Christ and be an
example for the Christian commu-
nity itself (cf. Sacram Unctionem
infirmorum).

Through forgiveness and mercy
takes place the personal encounter
itself with Christ who becomes Vi-
aticum, Eucharist, and bread of
grace that nourishes and fortifies
so that the sick person can go down
his or her pathway intimately unit-
ed with the Lord.

3. General Proposals for
the Renewal of Pastoral Care
in Relation to the Sacraments

The first proposal has to be a
kerigmatic invitation to reconcilia-
tion and an appeal to hope (Pas-
tores gregis, 39). Great care should
be devoted to knowing how to
unite evangelisation with, and dis-
tinguish evangelisation from, pas-
toral care. The former involves the
whole of the mystery of Christ; the
latter involves those actions by
which the task of the evangeliser is
performed, as well as the various
ministries of prophecy, sacramen-
tal celebration, charity and mis-
sion, which should be exercised al-

ways taking into account the spe-
cial circumstances in which all of
this must take place.

With respect to the renewal of
pastoral care, one cannot think
solely of a new organisation, al-
most a technical form of organisa-
tion, without engaging in an explo-
ration of theological and ecclesial
reflection and thought.

Reconciliation, anointing and vi-
aticum form that unity that recalls
and re-evokes the celebration of
the paschal mystery, although each
of these sacraments has its own
identity and its own development
in pastoral terms.

Renewal of pastoral care in rela-
tion to the sacraments for the sick
requires:

— Converting everything that is
connected with the illness into a
space of prayer and not reducing
the life of faith to a mere practice
involving the moments of the
sacraments.

— Fleeing from any tie and rela-
tionship to which a formalistic
practice could lead of a magical
kind between the sign and the ef-
fects that it produces.

— Including pastoral care in rela-
tion to sacraments for the sick

within a specific catechesis for the
‘most intense times’ of life itself.
Catechistic instruction for adults
imparted by suitable and well-
trained catechists is the best guar-
antee for this catechesis for sick
people.

If the nearness of Christ is not

made apparent, the sacrament will
be considered a mere religious ser-
vice and not a celebration in which
not only the sick person but also all
of his or her family and the Christ-
ian community itself take part.

The sick person for his or her
part must look for the best condi-
tions of freedom, acceptance,
awareness and preparation.

Every kind of routine and for-
malism must be overcome by cre-
ating an environment of prayer and
by attending to actions, language
and meaning.

A habitual practice and celebra-
tion of the sacraments is the best
preparation there is to experience
reconciliation, anointing and vi-
aticum in an authentic Christian
spirit.

The chaplain, parish priest or
priest who assist the sick person
are inescapable and fundamental
figures. They are not specialists in
the psychology of pain and person-
al harmony but ministers of Christ
and servants of the sick. Their pres-
ence must be continuous, frequent,
usual and pastoral. In this way they
will not be seen as outsiders and
their presence will not be seen as
the sign of a situation involving
danger and the end of life.

Next to the chaplains and parish
priests there are the workers, ser-
vants and ministers of pastoral care
in health who help the sick person
to lead a Christian existence. Piety
and good will are not sufficient. A
specific and suitable kind of train-
ing for this kind of pastoral care is
thus required. The sacraments for
the sick must ‘exit’ from the hospi-
tal. This means that their celebra-
tion cannot be left to specific diffi-
cult moments and moments that
are perhaps the last ones that will
be experienced by the patient. The
parish must see the sick person as
one of its members and the sick
person, in turn, must feel that he or
she is an active part of the commu-
nity in which he or she lives and
celebrates the sacraments.

But for the Christian to accept
the help that is given to him or her
so that he or she can live and die
with the dignity that is his or hers
as a Christian, the Christian com-
munity should regularly receive a
suitable catechesis on the mystery
of the Cross, education in hope, so
as to avoid fears and magic solu-
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tions. There should be a sense of
charity and devotion, by offering
his or her own pain and his or her
own sacrifice in union with that of
Christ, while he or she is given the
sacraments for the sick as a remedy
for sin and a help of grace and not
as a announcement of a final situa-
tion, the anti-chamber to death. In
this way, trusting devotion will be
generated, as well as approaches
involving a wish for Christ and an
encounter with Christ.

4. Specific Proposals for
a Renewal of Pastoral Care
in Relation to the Sacraments
for the Sick

Three moments have to be con-
sidered: being faced with illness,
the celebration of illness, and rein-
tegration into the Christian com-
munity. This means acting so that a
relationship exists between usual
Christian existence and special cel-
ebration during specific times,
which are certainly important and
distinct.

Reconciliation

Faced with an evident abandon-
ment of the practice of reconcilia-
tion at the level of the sacraments
and of confession, ‘ a renewed pas-
toral courage in ensuring that the
day-to-day teaching of Christian
communities persuasively and ef-
fectively presents the practice of
the Sacrament of Reconciliation’
(Novo millennio ineunte, 37) is re-
quired.

‘Priests should dedicate due time
to the celebration of the sacrament
of Penance, and with emphasis and
will should invite the faithful to re-
ceive it, without pastors neglecting
frequent personal confession’ (Ec-
clesia in America, 32). The readi-
ness of priests to hear confession,
and their exhortation to administer
it, is of essential importance.

Here one is dealing with propos-
ing the sacrament of penance as the
best medicine and the most effec-
tive therapy for spiritual infirmity:
not as a way of escaping from a
difficult situation but as a way of
facing up to it with Christian
strength.

In order to direct the person’s
heart to God and to experience real

repentance, good preparation for
the receiving of the sacrament is
indispensable.

Assiduous and frequent personal
practice of the sacrament of
penance helps the sick person to re-
discover the joy of reconciliation
with God (cf. Pastores dabo vobis,
26, 48).

The habitual celebration of the
sacrament of penance with those
who are chronically ill, with indi-
vidual confession and absolution,
can be of great help. All of this
gives greater emphasis to the ec-
clesial dimension.

Reconciliation exists in order to
feel the wickedness of sin and the
desire for forgiveness. Christ has a
right to the return of the sinning
son, and the penitent, aware of a
‘free right’, has a right to the
wealth of the home of the Father,
because God is rich in mercy.

The forgiveness of God must
lead to reconciliation with our-
selves, with our own body, which
is wounded and sick. This is not fa-
talistic resignation in the face of
the inevitable but living the mys-
tery of the incarnation of the Word,
who took on our weakness and im-
molated himself for our salvation.

Anointing

To adopt for one’s own illness
the meaning given by Christ to the
cross: scandal for some, stupidity
for others, and for us, the power of
God and the wisdom of God (cf.
1Cor. 1:24).

To emphasise the need to have
trust in the promise made by Christ
to cure all evils. Christ passed
through this world doing good and
healing the sick. A sick man ‘in-
deed needs, in the state of worry
and suffering in which he finds
himself, a special grace of God so
as not to become downcast, with
the danger that temptation will
make his faith vacillate (Praeno-
tanda del Ritual, 5).

To bring out the sign of hope
which heals the pride of a certain
kind of secularism that does not
recognise any greater effective-
ness than that which can be added
to the journey of human means.
Your wounds have healed us! (1Pt
2:24).

To show the meaning of the holy
oil. ‘The cross is like a touch of

eternal love on the most painful
wounds of the earthly existence of
man’ (Dives in misericordia, 8).
This ‘touch of love’ is what the
anointing of the sick involves. The
prayer of the blessing of the oil of
the sick is as follows: ‘may those
who receive the anointing of this
oil obtain comfort, in body, in soul
and in spirit, and may they be free
of all pain, of all weakness, of all
suffering’ (cfr. Rituale Romanum,
Ordo Unctionis Infirmorum eo-
rumque Pastoralis Curae, n. 75).

The anointing reveals ‘the mean-
ing of suffering, which is truly su-
pernatural and at the same time hu-
man. It is supernatural because it is
rooted in the divine mystery of the
Redemption of the world, and it is
likewise deeply human because in
it the person discovers himself, his
own humanity, his own dignity, his
own mission’ (Salvifici doloris,
31).

God has all evils done so that life
is manifested to the full. The
anointing is a presence of the Con-
soler, an expression of the
covenant with the love of God.

The sacrament is a sign of the
consolation of Christ, who draws
near to the sick as he did during his
mortal life. The sick person is not a
mere patient but a son of God and a
brother of Christ.

God does not resign himself to
the death of his children. The
anointing brings out the encounter
of the resurrected Christ with the
sick person and the encounter of
the sick person with Christ. Those
who believe in Christ will have
life.

People should be encouraged to
see in the anointing with oil a sign
of the care and concern of the
Church for the sick person. The
Church applies the balsam of char-
ity and mercy.

With the anointing of the sick is
experienced trust in the reintegra-
tion of the sick person into the
community. God, who has marked
him or her with holy oil, sends him
or her to his brothers and sisters so
that he or she may be a real witness
to Christ, the Anointed One.

The periodic celebration in
parishes and hospitals of the
anointing of the sick is a pastoral
practice that will enable people to
see the need for, and the meaning
of, this sacrament.
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Viaticum

The Eucharist is a guarantee of
eternal life (pignus futurae
gloriae) and a source of immortal-
ity. He who eats of this bread will
not know death (cf. Jn 6:50).

For sick people, Viaticum is an
evident sign of wanting to take on
death with total dignity and with
the best possible testament — that
of leaving behind an inheritance of
being exemplary in relation to
faith.

The risen Christ visits the sick
person and offers him or her, for
his or her passage and journey, the
best guarantee of living for ever —
the Eucharist. This is the great
proof of credibility — giving one’s
life for one’s friends (Jn 15:13).

The real presence of Christ cre-
ates a completely new life. He who
ate other bread, died. He who par-
takes of the Eucharist will never
die (Jn 6:50).

The weakness of man encoun-

ters the Bread of life and enables
him to remember the words of the
prayer of the Church: ‘His body
immolated for us is our food and
gives us strength, his blood shed
for us is our drink and washes
away every sin’ (Prefazio dell’ Eu-
caristia, ).

‘In the passage from this life to
the other, the Viaticum of the Body
and Blood of Christ strengthens
the faithful and provides him with
the pledge of resurrection, accord-
ing to the word of the Lord ‘He
who eats my flesh and drinks my
blood enjoys eternal life, and I will
raise him up on the last day’ (Jn
6:56)’ (Praenotanda del Rituale,
26).

Viaticum must have a place in
the pastoral line of the frequent
celebration of the Eucharist for the
sick and in the practice of sacra-
mental communion.

The spiritual drawing near of the
sick person to the Tabernacle and
inviting him to worship and spiri-

tual communion: ‘the conservation
of the sacred Host, motivated
above all by the need to be able to
use them at any moment to admin-
ister Viaticum to the sick creates in
the faithful the praiseworthy habit
of gathering in front of the taber-
nacle to worship Christ who is pre-
sent in the Sacrament’

The renewal of the sacraments
of the sick can only take place
through an invitation to holiness.
This is what John Paul II does in
Novo millennio ineunte: ‘all pas-
toral initiatives must be set in rela-
tion to holiness’ (n. 30). This is our
most urgent evangelising task and
the most effective and fertile re-
newal that we can hope for from
the sacraments for the sick.

H.Em. Card. CARLOS
AMIGO VALLEJO
Archbishop of Seville,

Spain,

Member of the Pontifical Council
for Health Pastoral Care,

the Holy See.
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2. Present-day Directions in Palliative Care

Cancer and the Need
for Palliative Care

Today in the world there are
more than twenty-two million can-
cer victims. In the year 2000, ten
million people fell ill with cancer —
5.3 million of them men and 4.7
million of them women. In the
same year, 6.2 million people died
of cancer. This is an illness that is
on the increase. Indeed, between
1990 and 2000 the rate of cancer
increased by 19% and the number
of people who died of cancer rose
by 18%. Today, one in every eight
people dies of cancer, and deaths
from cancer in the world are
greater than the deaths caused by
AIDS, tuberculosis and malaria
put together. If the increase in the
trend observed over the last decade
should increase, we can expect by
the year 2020 an increase in the in-
cidence of cancer of the order of
50%. Contemporary estimates pre-
dict that by 2020 there will be fif-
teen new cases of cancer each year
and ten million deaths from cancer
each year. Figure 1 presents the
relevant stages of, and the advance
in, cancer as a pathology.

Figure 1. Stages of cancer.
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The specific anti-cancer thera-
pies that are available today allow
the cure of cancer in about 50% of
cases. After a varying period of
treatment these patients often go
back to a ‘normal’ life and are re-
turned to their social and family
roles.

For the other 50% of patients the
cancer progresses, despite the
treatment, for varying lengths of
time until the terminal stage of the
illness and death. These are the pa-
tients that need palliative care and
by palliative care is meant moving
from ‘treating’ to ‘taking care of’
the patient so as to assist him or
her and accompany him or her dur-
ing the final stage of his or her life
with the aim of assuring him or her
the best quality of life and quality
of death that are possible without
seeking to prolong life or to short-
en it."> Where structures that are
specifically dedicated to palliative
care do not exist, the stage when
the cancer advances is lived out
between the hospital and the local
services and the patient’s home of-
ten in an uncoordinated way be-
tween one structure and another, if
not, indeed, between contrasting
structures.

As we know, cancer changes the
life of a person and his or her fam-
ily. It does not only alter the physi-
cal sphere of the patient but also
his or her functional, psychologi-
cal, social and spiritual aspects.
Care for the cancer patient, there-
fore, both during the initial acute
stage and during the stage when
the malady is well advanced, can-
not be confined to mere ‘medical
service’ but requires a global ap-
proach to the patient in order to re-
spond to all his or her needs,
whether expressed or not, and to
support his or her family as well.'

Essential points stand out when
we consider the provision of assis-
tance to cancer patients:

a) More needs are expressed by
the patient and more professionals
are required who must intervene in
a co-ordinated way to provide a
solution to all that patient’s needs.

b) There is a need for more
structures dedicated to providing
assistance during the various stage
of the illness, in particular hospital

structures for the acute stage and
local and home structures during
the advanced stages. This ob-
structs continuity in care and treat-
ment and the sharing of the path-
way of assistance by often causing
the abandonment of the patient in
the move from anti-cancer thera-
pies to the control of symptoms,
which is the most critical stage of
the illness, Palliative cures, if used
wisely, can be a good glue and be-
stow continuity on the pathway of
clinical help and assistance for the
sick person, thereby avoiding a
feeling of feeling abandoned and
loneliness.

Barriers that Impede the
Optimal Use of Palliative Care

Palliative care places the patient
who is at an advanced stage of his
or her illness at the centre of atten-
tion so as to provide relief to him
or her from a physical, functional,
psychological, spiritual and social
point of view, with the aim of opti-
mising the quality of life of the pa-
tient and of his or her family rela-
tives."” Even though palliative
cures are indicated for a very large
number of illnesses (in particular
AIDS, neurological patients, heart
disease patients, patients with
bronchial-pneumonia  disorders,
and elderly people with chronic ill-
ness), at the present time 80%-
90% of the patients who receive
palliative cures are cancer vic-
tims.’

The spread of palliative cures is
relatively recent and at the mo-
ment such diffusion is not ho-
mogenously spread amongst the
nations of the world.** The facts
provided by the literature in the
field, indeed, indicate that over
50% of cancer patients continue to
die in hospitals for acute sufferers
and only 50% of cancer patients
can today benefit from palliative
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cures.”* This statistic gives rise to
dismay because to die in hospital
often means running the risk of ex-
aggerated treatment or not receiv-
ing adequate therapy (instead re-
ceiving it in excessive forms or de-
fectively) in relation to the princi-
pal symptoms of the advanced
stage of the illness (pain, insom-
nia, fatigue, nutrition, etc.). In-
deed, the hospitals for acute cancer
sufferers are designed to act to
‘save’ lives and not to help the pa-
tient to die in the best way possible
and in a way that does not seek to
add or take anything away from
his or her life expectancy.

Today, it is possible to die well,
without physical pain, in 90% of
cancer patient cases, and with less
suffering, if in the context that re-
ceives the patient, or better still in
his or her home, a climate of seren-
ity is established, a climate, that is
to say, of listening, of empathy, of
sharing and of accompanying.”™"

Today, many causes still ob-
struct the ability of all cancer pa-
tients to receive adequate assis-
tance until the end of their lives.
This is the case not only in poor
countries but also in the so-called
rich countries.

The statistics provided by the lit-
erature in the field, indeed, indi-
cate that at the present time there
are various barriers to providing
optimal assistance until the end of
a patient’s life (table 1).>¢

1. The heterogeneous character
of the distribution of services in the
local area and of the quality of the
services that are provided. Albeit
taking into consideration the dif-
ferences connected with the vari-
ous countries involved, in the
world as a whole a homogenous
distribution of such services to
meet the needs of all patients does
not exist and in no country at the
present time does palliative care
assure all patients the assistance
that they need.

2. The shortage of knowledge on
the part of the medical classes
about the services, about what
these services provide, and the
ways and criteria by which access
is gained to them. This takes place
both because this is a new branch
of medicine but above all because
it requires a new way of approach-
ing patients as well as the accep-
tance of death as a part of life.

3. The resistance of some med-
ical doctors who think that these
services are superfluous. Not all
medical doctors, in fact, believe in
the usefulness and the advantage
of palliative cures, something that
has by now been scientifically
demonstrated in a wide sense, and
thus they do not direct their pa-
tients to palliative cures.

4. The reluctance of patients and
their family relatives. This is due
to a shortage of knowledge about
such services, the fear that they
will find themselves alone outside
the hospital, and the belief that
people die better if they are in a
hospital.

5. The belief that these are struc-
tures that are exclusively dedicat-
ed to cancer patients. It should in-
stead be pointed out that an in-
creasingly large number of sick
people could use these structures
and services: AIDS victims, pa-
tients with chronic bronchial and
pneumonia problems, patients

with neurological afflictions, el-
derly people suffering from a num-
ber of illnesses, and so forth.

6. A shortage of economic and
financial resources. 1 would like to
observe that in the United States of
America most of the hospices are
paying institutions and thus there
is the risk that only those people
with greater financial resources
will be assured access to palliative
cures and palliative care.

Directions for an Adequate
Development of Palliative Care

Despite the differences that ex-
ist as regards the various countries
of the world, the international lit-
erature in the field is unanimous
in stressing four aspects that have
absolute priority: the training and
educational aspect, the cultural
and social aspect, research, and
the economic-financial aspect
(table 2).

Table 1: Barriers to the Optimal Use of Palliative Cures

The heterogeneous character of the distribution of services in the local area.

The heterogeneous character of the quality of the services that are provided.

Scarce knowledge about services on the part of medical doctors.

Scarce understanding about the utility of the services on the part of medical doctors.
Reluctance on the part of patients and their family relatives.

The belief that these are services solely for cancer patients.

A shortage of economic-financial resources.

Table 2: Contemporary Directions in the Development of Palliative Care

1. TRAINING

dedicated to it.

3. RESEARCH
a. A methodological approach.

4. ECONOMIC-FINANCIAL ASPECTS

a. Recognition of schools of specialisation in palliative care.
b. Specific training programmes for various professional figures.

2. CULTURAL AND SOCIAL ASPECTS
a. The dissemination of knowledge about palliative care and the structures

b. The dissemination of the culture of palliative care within the general population.
¢. The dissemination of networks of assistance and the provision of local services.

b. Indicators of life expectancy, quality of life, and quality of death.

¢. Clinical research into new pharmacies.

d. The definition of homogenous criteria for access to the service.

e. Research into new models of assistance.

f. The testing and control of the quality of the assistance that is provided.
g. Discussion and exchange of experiences.

a. The provision of resources to increase the availability of resources in the local area.
b. Support for the services provided by voluntary workers.
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Indeed, palliative care does not
only involve simple notions which
must be learnt and applied but also
amounts to a different philosophy
as to how to approach patients, an
approach that has cultural, philo-
sophical, economic, social, ethical
and moral aspects.

1. The educational aspect

There are two priorities in the ed-
ucational field:

a. The development of training
programmes for personnel in rela-
tion to palliative care.®”®'° The
training programmes should be in-
tended for different professional
figures: medical doctors, nurses,
psychologists, physiotherapists, nu-
tritionists, spiritual and social assis-
tants, and voluntary workers specif-
ically involved in helping these
kinds of patients.

These people should also be
trained in care for the human per-
son, the recognition of his or her
needs, respect for his or her choices
and decisions, care for the death of
the sick person, and support for the
family in managing and addressing
mourning."

In addition, people should be
trained to work together, to engage
in mutual dialogue and exchange,
to engage in readiness to listen to
the patient and to his or her family
relatives, and to test and assess re-
sults so as to achieve constant and
mutual improvement.

b. The recognition that palliative
medicine is a specialisation of gen-
eral medicine. At the moment pal-
liative care is recognised in this way
in only some countries. Palliative
care, in fact, is a branch of medicine
that has developed only recently.

International palliative care asso-
ciations and American and Euro-
pean oncology associations have for
years been involved in this sector in
order to improve the contemporary
standards of the knowledge of med-
ical doctors in the field of palliative
care. They promote international
debates involving the discussion
and exchange of experiences be-
tween experts and give major space
to the testimony of sick people and
their family relatives.” '*'®

2. The cultural and social aspect

The culture of palliative care and

of the structures that provide it is
not widespread or known about in
Western countries. Knowing about
such structures would allow pa-
tients and their families to avoid ex-
periencing the move from the hos-
pital to the local area as an aban-
donment, experiencing it, instead,
as an entrusting to those who are
most well suited to helping and
looking after the patient until the
end of his or her life. Thus the local
population should be informed
about the specific features and pos-
sibilities that the structures dedicat-
ed to palliative care offer, the distri-
bution of these structures within the
local area, and how access can be
gained to them.

Indeed, citizens should know
about their rights to the various op-
tions at the level of therapy and as-
sistance (home assistance or resi-
dence in a hospice) before they ac-
tually need them. The mass media
have an important role to play in
spreading knowledge about pallia-
tive care, as well as in disseminat-
ing the culture of palliative cure, so
as to reduce the distrust felt by sick
people and their family relatives to-
wards unknown structures.

In addition, it is necessary to
standardise and unify the criteria
for access to the structures that pro-
vide palliative care so as to be able
to compare and contrast the results
that are obtained and assure a ho-
mogenous level in the provision of
assistance, to the less well-off sec-
tions of society as well.

There are also various Internet
sites that disseminate information
about the structures that provide
palliative care, as well as interna-
tional links that promote the spread
and exchange of information
amongst citizens about existing
structures that provide palliative
care.

3. Research

Research is the third element
around which palliative care is de-
veloping. Such research is primari-
ly directed towards:

a. The development of an appro-
priate methodology for palliative
care. This is a methodology that has
still not been defined. Indeed,
specifically because of the different
approach to the sick person that is
required by palliative care, it is not

possible to transfer tout court the
method of research that has been
developed for the initial stages of
cancer to palliative care.

b. Specific research into new
pharmacies: analgesics, relaxants,
anti-insomnia drugs, anti-fatigue
drugs etc.

c. The establishment of homoge-
nous criteria by which to decide
when to suspend anti-cancer thera-
pies (and continue only with sup-
port therapies), the search for new
models of assistance, and for new
and correct criteria for the assess-
ment of the life expectancy of pa-
tients, are also indispensable."”

d. The discussion and exchange
of different experiences is a funda-
mental element.’

e. The testing and control of the
quality of the assistance that is pro-
vided, the testing of the perception
of the quality of assistance, includ-
ing assistance provided to members
of the family in the living out and
management of mourning.*"

f. The stimulation and dissemina-
tion of the experiences of patients
and families. This helps people to
have a better idea of the needs of the
patient, the discussion and compar-
ison of the quality of his or her re-
maining life and his or her death,
both of which are very subjective.

An increasingly large series of
data and statistics on the experi-
ences of palliative care are now
emerging in the international litera-
ture in the field and are of great help
in achieving a better orientation for
future programmes.'**

4. The economic-financial aspect

The distribution of the structures
dedicated to the provision of pallia-
tive care has a very heterogeneous
character. It is true that the affluent
world is privileged when it comes
to the economic means available for
the provision of palliative care. But
I believe that in poor countries, too,
it is possible to provide palliative
care: Mother Teresa of Calcutta was
an example for everyone and to the
full may be listed amongst the
women who have shaped the histo-
ry of palliative care, together with
C. Saunders and Kiibler-Ross. In-
deed, palliative care requires a low
level of technological and pharma-
cological action but a great deal of
human commitment and input
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(sharing, empathy), as well as pro-
fessional service.

In addition, access to such struc-
tures and therapies is not always
free. And today’s structures are in-
sufficient, even for cancer patients
alone. Moreover, many of the struc-
tures that provide palliative care are
maintained and administered by
voluntary workers and associations.

It is thus necessary to sensitise
the governing classes of society so
that they provide funds for the pro-
vision of assistance to patients who
are at the terminal stages of their
lives and thereby assure that all cit-
izens can benefit from the develop-
ment and advance of palliative care.

The Model of Overall
Assistance in the Department
of Oncology of the
Fatebenefratelli Hospital

on the Tiber Island, Rome

I would now like to describe the
experience of the Department of
Oncology of the Fatabenefratelli of
the Tiber Island in Rome where we
have created a model for an overall
approach to the cancer patient in
line with the mission of ‘hospitali-
ty’ proposed by St. John of God, the
founder of the Fatabenefratelli. In
historical terms, St. John of God, in
the sixteenth century, was amongst
the first to stress the importance of
looking after both the souls and the
bodies of sick people, thereby pre-
dating to a certain extent the con-
cept of an overall approach to sick
people and thus palliative care as
well.

By overall assistance we mean
placing the sick person at the centre
of the attention of the various kinds
of health care workers in order to
try to provide a solution to the vari-
ous needs that are expressed by a
cancer patient during the various
stages of his or her illness.

The most critical moment for a
cancer patient is without doubt the
stage when the tumour advances.
This coincides with his or her be-
coming aware that therapies are no
longer available that can stop the
cancer, and from that point onwards
it will only be possible to intervene
at the level of controlling the symp-
toms of the patient’s condition. Still
today this stage is experienced by
many patients as a move to closed

compartments, that is to say that
when the therapeutic stage to com-
bat the tumour finishes the various
forms of palliative care begin with
the accompanying risk that the pa-
tient will be abandoned by the on-
cologist who was treating him or
her and will have to look for some-
one who can deal with his or her
new problems and difficulties
(pain, nutrition, social problems,
the need for help at home, etc.).

In order to avoid all of this we
created, and have sought to imple-
ment, a model for approaching the
patient that envisages an early use
of forms of palliative care, i.e. from
the beginning of the anti-tumour
therapies. Indeed, this model envis-
ages integration between the specif-
ic anti-tumour therapies and forms
of palliative care, where the various
professional figures act according
to the needs of the patient and to a
certain extent foresee the needs of
the patient (figure 2). Such a model
for approaching the patient, from
the diagnosis of the tumour to the
living out and management of the
mourning of his or her family rela-
tives, is the model that is suggested
today as being the best there is for
the provision of assistance to the
cancer patient.'

Indeed, this model helps to estab-
lish a relationship of trust between
the patient and his or her family and
the structure that is looking after
and treating that patient, and we
have seen that it improves compli-
ance with, and the results of, the an-
ti-tumour therapies, and assures an

optimal quality of life from the
physical, psychological, social and
spiritual points of view.

In addition, it is clear that an
overall approach to the patient that
does not separate the therapies that
are directed towards combating the
tumour and the therapies that are di-
rected towards reducing the symp-
toms produced by the tumour,
avoids and pre-empts those ‘criti-
cal’ human situations that involve
exaggerated treatment or a request
for euthanasia."

In order to provide this kind of
assistance, what is required is a cul-
tural change and a change in rela-
tion to the organisation of work.
This should also take place during
the initial stage of becoming re-
sponsible for the patient, a stage
which is no longer seen as involv-
ing a relationship based solely upon
the medical doctor and the patient
but as the sharing of a project in-
volving the provision of therapy
and assistance by an integrated
team made up of medical doctors,
nurses, psychologists, social work-
ers, a spiritual assistant, a nutrition-
ist and a physiotherapist, all of
whom share of moments of discus-
sion and dialogue in order to estab-
lish a single programme of assis-
tance that is modulated around the
needs of the patient and his or her
family.

In this context the psychologist
and the spiritual assistant perform a
dual role directed not only towards
helping the sick person and his or
her family but also towards sup-

Figure 2. The Model of Overall Assistance to Cancer Patients
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porting the team at moments of
(psychological) burn out and to-
wards reaffirming the great human,
communal and Christian value of
the help that is provided to sick peo-
ple who are dying (the priest)."

When the sick person is no
longer responsive to specific anti-
tumour therapies, he or she receives
a different approach that involves a
reorganisation of basic therapy on
the basis of his or her needs and a
planning with him or her and his or
her family of the kind of subsequent
assistance (at home or in a residen-
tial-hospice style structure) that he
or she will receive. Given that at the
present time we do not provide
home or hospice assistance directly,
we have drawn up protocols of
agreement with certain local area
teams that provide these services
for those patients who find them-
selves at the advanced stage of their
illnesses. We thus contact the team
that works in the local are and
through a joint assessment carried
out within hospital we share a pro-
gramme of therapy and assistance.
Together with the patient’s family,
the transfer of the patient to a hos-
pice or his or her return home for
home assistance is thus planned and
programmed.

From March 2000, the year when
we opened the Oncology Unit at the
hospital on the Tiber Island, until
September 2004, we implemented
and set in motion palliative care,
employing this approach, for over
five hundred cancer patients.

Our model of assistance has to-
day been corroborated by a recent
statement on the distinction be-
tween two kinds of palliative care
which was proposed by a European
oncological committee on palliative
care.” Indeed, Ahmedzai points out
that there are two kinds of palliative
care:

Basic palliative care, that is to
say a basic level of palliative care
that has to be provided in hospital
together with anti-tumour therapies,
i.e. those therapies that all those
people who are engaged in treating
cancer patients must know how to
administer and also assure to their
own patients; and

Specialised alleviative care, that
is to say a higher level of forms of
palliative care. These are needed
during the final stage of a patient’s
life and require greater skill and

competence, as well as specialists
who are dedicated exclusively to
their administration.

Ahmedzai points out that both
these levels of care are indispens-
able for cancer patients and it is pre-
cisely palliative care that allows the
sick person to have that continuity
of assistance that avoids feelings of
being abandoned during the most
critical stage of the illness."

The model of overall care pro-
posed by the Fatebenefratelli has as
its objective that of constituting for
the patient and his or her family a
secure and constant reference point
in which dialogue, readiness to lis-
ten and information play a decisive
role."?

As Father Turoldo, who also died
of cancer, declared: ‘I don’t ask you
to cure me: a request to do some-
thing you cannot do would be of-
fensive. I ask that you save me and
do not allow me to live lying under
this daily death the whole time’.*' It
is above all the feeling of being
abandoned that we must avoid in
relation to our patients, and which,
indeed, is often the reason for a bad
death.

The early insertion of forms of
palliative care within a programme
of assistance for cancer patients im-
proves the quality of life of these
sick people and of their family rela-
tives, and is also a guarantee that
there will be a better quality of
death.

Special reference should be made
to the spirit of the team that begins
the provision of assistance to pa-
tients during the final stage of their
lives. The Holy Father has made us
reflect upon the meaning of suffer-
ing and we can only help those who
suffer if we are able to accept our
own suffering.” Indeed, we must
see that in reality we are all ‘termi-
nally ill’, that we are ill people who
are providing assistance to the
sick."

But it is above all with certainty
about the other life that our care is
provided, and for workers such as
ourselves it is always a great privi-
lege to be able to accompany a man
towards his encounter with God.

Dr. VITTORINA ZAGONEL
Specialist in Oncology and Haematology,
Director of the Oncology Unit,

The “‘San Giovani Calibita’ Hospital
Fatebenefratelli, The Tiber Island,
Rome, Italy.
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TONY ANATRELLA

3. The Role of the Psychological Sciences
in Palliative Care

Introduction

The scientific development of
medicine has enabled medical doc-
tors to employ new technical mea-
sures to avoid suffering, in particu-
lar through analgesics, and in the
same way it has enabled them to de-
lay the final moment of death.
Equally, however, this greater tech-
nical element has at times distanced
medical doctors from their relation-
ship with the patient. In response to
this connected loss of relational
quality, the meaning of palliative
care has been upheld in order to pay
attention to the specific needs of pa-
tients who are at the ends of their
lives and their family relatives. In
recent years, therefore, a new open-
ness to this situation, which is so
special in human existence, has
gained ground. This is due, among
other things, to the contribution of
the psychological sciences. I now
propose to examine some of these
contributions connected with the
operational concepts of psychology,
that is to say:

1. Human finiteness and the psy-
chic life.

2. The conflict between the wish
for life and the wish for death.

3. The speech that expresses
symptomatic requests.

4. The effects of listening to sick
people.

1. Human Finiteness
and the Psychic Life

Faced with the difficulties and
the sufferings, but also the intrinsic
limits, of human life, against which
we have to struggle and which we
have to take upon ourselves, an in-
dividual at times tends to avoid
them and to act as though he or she
should not enter into his or her own
subjective analysis. To flee from

them, to ignore them or ‘neglect
them’, as the French philosopher
Pascal said, does not help a person
to address them or to humanise
them. Indeed, the individual runs
the risk of becoming rooted in the
impulses to death, which leads to
passivity, even though he or she has
never reflected on his or her own
mortal condition. Such impulses to
death rend to reduce the tensions
that are generated by various ques-
tions about existence and to reduce
a living being to an inorganic state.
We need to return to a sort of state
of tranquillity without limits or con-
strictions in a fused relationship
with beings and things in the image
of the foetal life, that life, that is to
say that exists before birth. This is a
movement of thought that invites
people to conserve themselves in
peace and quiet and to engage in the
negation of need and psychic frus-
trations rather than to strive to over-
come them in order to obtain satis-
factions through the pleasure of liv-
ing. One is dealing here with a reac-
tivation of a pagan vision of exis-
tence of that seeks to break free of
the human condition by disem-
bodying it. Rather than consenting
to life, the individual can find
refuge in thoughts and attitudes of
death with the idea, which is con-
fessed to in varying ways, to elimi-
nate those questions that arise in re-
lation to life. In this way, death de-
nies life and in the same movement
death is dissimulated as the end of
earthly life.

Illness often raises the question
of human finiteness. Contemporary
thought eliminates death from re-
flection and all the manifestations
of its reality are minimised and can-
celled in daily life. Death has been
de-ritualised in an individualistic
and subjective society in which cul-
ture no longer performs its thera-
peutic role of socially supporting

respect for the deceased and accom-
panying the mourning of the family
involved. Each person is simply di-
rected back to his or her own psy-
chological experience of mourning
for the deceased person. If a person
does not manage to work out his or
her own affective suffering and the
existential crisis provoked by the
loss of the loved one, psychothera-
py is prescribed to him or her. At
times this suggestion helps the per-
son involved but it also, and above
all else, marks the failure of a cul-
ture that no longer intends to give a
meaning to death and to ritualise it.
After this, one is surprised at the
fact that some cemeteries are pro-
faned by asocial and character-
based personalities. Through their
pathogenic structures they experi-
ence all the symbolic dysfunctions
of a society of meaningless that be-
comes rule-breaking, sadistic and
masochistic. Culture no longer per-
forms the role of being a container,
a psychic envelope, thanks to its
system of values that allows the in-
dividual to differentiate the values
of life from the inclinations to nega-
tion and death. Today, we live as
though death did not exist.

Death is increasingly presented
as an accident of life or as the result
of medical incompetence, and not
as a dimension bound up with exis-
tence. The contribution of contem-
porary psychology, which places
the person within his or her psycho-
logical history from conception to
the end of his or her life, leads us to
take into account the fundamental
question of death within the frame-
work itself of the economy of im-
pulses and upbringing so that each
person can learn to address the fi-
nality of existence and attend to
every aspect of life.

In other terms, in order to avoid
being prisoners of the infernal tan-
dem made up of masochism and



DOLENTIUM HOMINUM N. 58-2005

111

sadism, it is indispensable that find
a way of eliminating suffering — our
own and that of other people —
rather than suppressing ourselves or
other people, as, for example, is the
case with abortion, suicide and eu-
thanasia. Otherwise, in privileging
the impulse to death we place our-
selves in the situation of no longer
experiencing anything, of no longer
feeling anything, of no longer doing
anything, and this is an approach
that can reach the point of seeking
death through self-destruction hav-
ing the illusion of going on living
after death but in a different way.
This is a wish for immortality that
does not coincide with the meaning
of the resurrection. The wish to end
suffering by ceasing to live is an ex-
pression of masochism where self-
annihilation is eroticised. Paradoxi-
cally, in human psychology that is
no longer governed by the values of
life, there is a sort of fascination for
death that is accompanied by a
pleasure in disappearing under the

belief that one will survive. In this
way, man sees himself as the master
of death within a pantheistic vision
of himself. He confuses himself
with nature (which renews itself),
and reaches a desire for immortality
— which is inherent in human psy-
chology — in which man imagines
that he has the power to live again
in another way. Now, seeing him-
self in this way, man does not re-
alise that he is seeking to make him-
self die although, in fact, the mean-
ing of conception, birth and death

lies in the resurrection of Jesus
Christ. Life is given by God, and
man is its mediator.

The development of the practice
of cremation can, for that matter, be
placed in this approach and con-
firms the existence of a ‘hygienis-
tic’ vision of death. One is dealing
here not only with making a body
disappear, a body which could con-
taminate the living and nature as
well, but also of a way of address-
ing death itself by conceding it very
little visibility or getting rid of
traces of its presence in cemeteries.
The ashes of the dead person are
scattered, and of him or her nothing
then remains. It is believed that
death has been defeated through an
avoidance of all the symbolic por-
trayals of it that can help the living
to remember their ancestors and
adopt the idea of being mortal. In-
stead of placing themselves in front
of death, people are led (once again
in history) to kill life in a variety of
ways.

2. Between the Wish for Life
and the Wish for Death

The analysis of the Fathers of
Church brought out the ambiva-
lence of human psychology, which
is divided between impulses to life
and impulses to death, as Freud
himself emphasised in his works.
These are impulses to death that
take the form both of masochism, in
which the individual seeks pleasure
by doing himself or herself harm,
and of sadism, where he or she feels

pleasure and satisfaction in doing
harm to others.

Daily experience confirms the
ambiguity of that human wish that
expresses itself in the need to build
and develop relationships and foster
life, but which can also express it-
self in inverse behaviour which in-
volves destroying and killing,
Freud wanted to clarify the conflict
that opposes eros, the impulses to
life, and thanatos, the impulses to
death. One should recall that St. Au-
gustine in his Confessions dealt
with this duality well before Freud.

If the impulses to death are not
sublimated and transformed into
the wish to live, they revolt against
the individual or are projected out-
wards against other people.

2.1. The impulses against oneself

Given that the impulses to death
are at the outset directed towards
oneself, the individual has to free
himself or herself from this internal
conflict through the impulses to
life. These require the individual to
take on his or her own autonomy or
to accept help, and to engage in dy-
namism of action by finding in his
or her psychological, moral and re-
ligious resources the solution to his
or her torments. However, when
these are provoked by illness, the
individual will find resources by
which to reduce them and bear
them thanks, amongst other things,
to medicine. Unfortunately, he or
she uses the impulses to death when
he or she has recourse to self-de-
struction so as to avoid feeling the
disturbance that he or she feels any-
more. In attaching himself or her-
self to his or her own existence
through thoughts about suicide and
the wish to die with the masked in-
tention of ‘dying with dignity’, he
or she does nothing else but put the
impulse to death to work. This is
masked by fine intentions and by a
manipulation of language with the
statement that this is done ‘to help
another person to depart’, clearly
‘out of love’, at the same time as
meeting the person’s request to
‘give him or her death’, to practice
euthanasia. One is dealing here with
murder that is to be committed un-
der cover of medicine and which
goes against one of the taboos that
underlie civilisation: the prohibition
of murder in the rejection of eu-
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thanasia. When, however, one of
these taboos is touched upon, such
as respect for sexual difference, the
difference between the generations
and the prohibition of incest, all the
other civil and moral laws are desta-
bilised. Citizens run the risk of hav-
ing an altered vision of what law
does and of appreciating all laws.

2.2. The impulses against others

The individual can in the same
way direct his or her destructive im-
pulses outside himself or herself,
deviating them onto other objects or
other people in order to avoid be-
coming attached to himself or her-
self or to his or her own life. He or
she prefers to bring into play and to
attack what is outside him or her,
and expresses himself or herself
through an impulse to aggression
against another person or against
other people. In this case, the im-
pulse to death becomes an impulse
to dominion and the will to power
over other people. In this way, the
impulse to death becomes sadistic,
and it is sadism because the individ-
ual hopes to obtain pleasure by do-
ing harm to another person or by at-
tacking that person in various ways.
To give a fatal injection is a sadistic
act carried out with an unconscious
feeling of omnipotence that no
civilisation should allow.

2.3. The sadistic and masochistic
impulses must be sublimated
in order to transform the wish
for dominion over others and
mortal omnipotence

At the beginning of human life
the masochistic and sadistic impuls-
es are active, as can be observed in
the psychology of babies and chil-
dren, in particular when they expe-
rience new physical perceptions
connected with dominion over the
functions of corporeal excretion.
This is a sensitive period when bi-
nary emotions and thoughts are de-
veloped: the clean and the dirty, the
kind and the naughty, the pleasur-
able and the unpleasant, good and
bad, birth and death etc. In this way
there is an interaction between cor-
poreal power, by which the child
plays and which he or she learns to
control, and the strength of positive
and negative feelings, which can be
for or against him or her or for or

against other people. He or she feels
fear and the fear of suffering or
making others suffer, and this is of-
ten infused with infantile cruelty.
The child finds himself or herself in
an interaction of masochistic and
sadistic impulses in particular when
he or she translates all his or her
own corporeal perceptions into sub-
jective and affective experiences.
At times he or she behaves in a bad
way, wants to impose his or her will
at any cost and resists the require-
ments of upbringing, breaks the ob-
jects that are given to him or her, at-
tacks other people, tortures animals,
has ideas about murdering people,
and so forth.

The sadomasochistic impulses,
which are the impulses to power,
have the vocation of being subli-
mated, that is to say transformed in-
to higher functions, as for example
in the case of trying to dominate un-
pleasant experiences by avoiding
suffering or making others suffer.
But when sublimation is not au-
thentic or society no longer sup-
ports the values of civilisation that
allow the transformation of impuls-
es to death into impulses to life, we
witness their dangerous regression.
They run the risk of becoming an ir-
resistible force that is independent
of, and in opposition to, the impuls-
es to life. The calling into question
of unvarying values, fracture, de-
struction, and death, appear as solu-
tions in the face of difficulties of
life that cannot be managed in an-
other way. In the cases of abortion
and euthanasia, the adaptation of
legislation runs the risk of securing
murder in a deceptive way from
planned death, although remaining
within the framework of civil laws
that calculate the conditions in
which death can be given. Is this
not perhaps a way of pacifying the
conscience when transgression is
engaged in, in the name of so-called
democratic laws, founding taboos,
laws that do not depend on democ-
ratic discussion?

This is a sadistic approach, that is
to say the will to power and domin-
ion over the lives of other people,
which seeks the death of an elderly
person or a sick person whose life
prognosis is uncertain in the long
term. In placing themselves within
a logic of death in order to alleviate,
so to speak, a sick person in relation
to his or her painful life, those who

are in good health confer upon
themselves a pernicious power in
order to suppress the lives of such a
sick person. One is not dealing here
with unreasonable exaggerated
treatment but with what involves an
emphasis on the sadism of the con-
temporary age, an age that imple-
ments solutions of death in the
name of good feelings.

2.4. A clinical experience
of the wish for death

It is astonishing that nobody has
thought of analysing the behaviour
of a French mother who sought to
secure the death of her own son of
twenty-two years of age. This
young man suffered from the
locked-in syndrome (SLA), that is
to say mechanical survival by
means of artificial ventilation. After
an injection that should have been
fatal, he fell into a coma and was
then placed in reanimation. The
medical doctor decided to end the
life of this young man. This patient
had expressed the wish to die the
day that he had learnt that he had to
leave the hospital and be transferred
elsewhere. The absence of struc-
tures to take in these kinds of pa-
tients raises grave problems for the
patients and their families. Whatev-
er the case, up to that point this pa-
tient did not have problems in the
structure that had admitted him and
in which there were other patients
in the same condition. It is interest-
ing to observe, as was brought out
by a dossier published in France by
Quotidien du Médecin (7 October
2003), that when the patients in this
structure learned of the fatal action
of the medical doctor in the reani-
mation department they panicked
because they thought that they
would meet the same end at the
hands of the medical staff and at the
fact that the law could allow med-
ical doctors to engage in such a pol-
icy. The nursing staff, who were
very attached to this boy and who
did not understand the role of the
mother in wanting the death of her
child, were very moved. Some of
them did not hesitate to say: ‘we are
devastated. People accept the infor-
mation provided by the mass media
without understanding our prob-
lems and our work...this is the
kingdom of a single approach’ The
mother who had set in motion this
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fatal action did so in order to satisfy,
so to speak, the request of her son,
who wanted to stop living, and jus-
tified it as an act of love. But how is
it possible to kill one’s own child
out of love? One is dealing here, in-
stead, with an incestuous act of a
mother who had confused wishes as
regards her son. Following this dra-
matic episode, this woman was pre-
sented in the mass media as a coura-
geous mother worthy of respect.
This was an assessment by the mass
media that led her to be received on
television programmes with an in-
sane reverence and in the palaces of
the Republic by the high represen-
tatives of the state as an expert in
the field.

That mother closed herself to
other people together with her son,
differently to what had been done
with the other patients and their
families who had engaged in life
projects  (in which they were

helped by the staff in charge of their
cases of the hospital and by psy-
chologists). This morbose closure
of the son with the mother in a
fused relationship, in the name of
which the son refused exit doors,
activities and treatment, should
have been analysed at the time. He
did not receive visits from other
people. As I have already observed,
this mother-child relationship re-
sembled an incestuous relationship
that explains, on the one hand, the
murderous approach of the mother:
she engaged in her action as though

she was freeing herself of a rule-
breaking desire by killing her own
son. Subsequently, she expressed a
feeling of liberation and of relief in
relation to her son whereas it ap-
pears that in fact she had tried to
free herself from a fused relation-
ship that was suffocating her. What
she did not manage to do psycho-
logically by forgoing an incestuous
relationship with her son, she did by
moving on to an act involving his
elimination, his death. This consti-
tuted a true psychic haemorrhage.
Giocasta killed Oedipus and did not
have problems with the law, which,
indeed, displayed a compassionate
approach to what she had done.
This allowed her to go and rest on
an island, in the sun, for a number
of weeks, and then to return, ex-
pressing a feeling of ‘rebirth’.

The mass media took over this
sinister episode and totally defend-
ed the complaint of the son, as

though the request of the son, the
approach of the mother and the ini-
tiative of a medical doctor working
in a reanimation department, who
acted without consulting the head
of the department, were self-evi-
dent. The mass media exalted the
power of the mother ‘to give death’
in the name of the perverse notion
of a ‘situation of great difficulty’
which allows the removal of basic
prohibitions. In extending ever fur-
ther the limits that exist, one has the
impression of being increasingly
emancipated, whereas in fact one is

creating the objective conditions for
existential depression and violence
between citizens. Policies have al-
lowed themselves to be intimidated
by the breadth of transgression and
the law has inhibited its own func-
tion by invoking a painful problem.
This lack of distance manifests an
absence of knowledge about human
psychology and the system of mor-
bose representations, that is to say
sadomasochistic  ones, within
which some people shut themselves
up. It can be believed that today it is
the perverse who make law by at-
tacking the prohibition of murder
and euthanasia: subjective require-
ments and the most unreasonable
requirements take pride of place
over objective and universal norms.

Progressively, we move from
constitutive law to evolving law ac-
cording to the feelings and senti-
ments of people and amplified by
the apparatus of the mass media.
How in these circumstances can the
meaning of law not be lost? Follow-
ing this Oedipal murder and under
the aegis of this mother who was
presented as a victim, it has been
worrying to see the formation of a
movement that calls on the legisla-
ture to produce a law that is
favourable to euthanasia. The reply
to such militant activity has been a
‘law on the end of life’ that will now
be presented to the National Assem-
bly. It does not involve any innova-
tions because it repeats the regula-
tions that are in force — this law re-
peats the law. It is a ‘symbolic’ act
that allows one to think that we are
near to the opening of a debate on
euthanasia. How can we think that
legal and medicalised murder does
honour to a civilisation? The
democracy of opinion that has been
established and which represents
neither citizens nor a shared view of
the common good, and which mul-
tiplies law after law in response to
an individual episode or in order to
respond to subjective requirements,
can only devalue the meaning of
law, which, indeed, becomes no
longer based on universal princi-
ples.

From a special case, which does
not correspond to the pathway of all
those who are in the same state, the
intention has been to make a nation-
al cause to advance the idea of eu-
thanasia or assisted suicide. This is
a wish clearly expressed in the
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name of individual freedom, auton-
omy and equality so as to be able to
dispose legally of the choice to die
when the individual so decides; this
is called the right to ‘die in dignity’,
as though there were unworthy
deaths.

This claim is that much more un-
acceptable because today we have
available analgesics that prevent
sick people from suffering and we
have understood that exaggerated
treatment is useless when the prog-
nosis about the life prospects of a
patient is unfavourable. There is a
difference in nature between ‘al-
lowing to die’ and ‘giving death’ or
‘putting an end to one’s life’. So-
cially, we are in a deleterious envi-
ronment that goes beyond the liber-
al claim to give death or to commit
suicide. We are in a regression in
the heart of civilisation at a time
when this is destabilised at its foun-
dations. Language seeks to mask
the most important transgression by
stating that this is a matter of ‘help-
ing someone to leave’ rather than
‘giving him death’. Rather than
speaking about a ‘fatal injection’,
the term ‘sedation’ is used or it is
said (employing a pseudo-scientific
language) that the injection is ‘to fa-
cilitate going to sleep in a more pro-
longed way than with normal
sleep’.

‘To die when you want to die’ is
not a sign of the health of people or
of a society. One is not dealing here
with choosing between two ways of
dying, one as a complement to life
following an illness or old age and
the other involving deciding to
leave a life that is deemed to be un-
worthy. We are, instead, within a
suicidal dynamic supported by a so-
ciety that is managed by ideas that
are purely executive and materialis-
tic in character and which appeal
solely to the resources of sado-
masochistic impulses in order to
achieve self-affirmation in life by
killing or wanting to die. This is a
denial of the reality of human psy-
chology in which the psychic and
spiritual integrity of the person is
not taken into account in relation to
questions about death.

In other words, we halt at symp-
tomatic questions without having
the curiosity and the will to under-
stand what is said beyond com-
plaint. If we remain within an un-
derstanding that is solely factual

and operation we will be unable to
imagine that behind words there is
another hope. The study of contem-
porary psychology has been able to
stress listening and understanding
to human words that are often ex-
pressed in a masked or indirect way.
It is for these reasons that one of the
principal requirements in the sphere
of palliative care is knowing how to
listen, hear and understand the pa-
tient and the members of his or her
family beyond the first forms of ev-
idence of what is involved behind
the complaints and the questions.
Contemporary psychology has
known how to explore these chal-
lenges.

3. Speech is the Site
of Symptomatic Questions

The requests made by a sick per-
son need to be analysed and inter-
preted. Thus it is necessary to
analyse the militancy of today that
promotes assisted suicide or the
wish to give death to patients at the
terminal stage of their lives, and in
the same way to analyse the re-
quests for death made by certain
sick people. Militancy for death can
reveal a desire for power over be-
ings, things and events, whereas in
the second case the wish for one’s
own death can express a need to be
taken into consideration and to live
in a different way. One is dealing
here, therefore, with understanding
what is taking place with prudence
and clarity of vision.

Some people who wanted to
commit suicide and whose action,
fortunately enough, was not suc-
cessful, often expressed the chief
desire to end a situation that had be-
come unbearable. They confused
liberation from a difficult condition
with the ending of their lives. After
regaining consciousness, and once
they had returned to reality, they ex-
pressed a different point of view: ‘I
did not want to die, I only wanted to
change my life’.

The militancy of some people
who are involved in the campaign
for the legal recognition of ‘the
right to make a patient to die’ or ‘the
right to assisted suicide’ confuse in-
telligence with an understanding of
what takes place in a subtle way
within a personality. When a person
thinks about suicide his or her idea

is more a symptom that refers to the
difficulty that is encountered in
agreeing to life and living in a rela-
tionship with other people than an
evident manifestation of ending his
or her own existence. That person
needs his or her physical and moral
suffering to be alleviated. He or she
needs to be accompanied, acknowl-
edged and respected in his or her
person rather than being abandoned
to loneliness or anonymous medical
assistance. If the accompanying
meets this need for presence and
person-to-person exchange, the re-
quest for death, which at one time
was indeed made by the patient,
will in the best of cases be aban-
doned. In contrary fashion, even if
this question is repeated when the
end of life draws near, some say
that after mature reflection this is
not a reason for meeting this request
in a positive way. Experience sug-
gests to us that it is often healthy
people, more than patients them-
selves, who have this approach. On-
ly a very small percentage of those
who are at a terminal stage of their
illnesses actually ask to be helped to
die. We should not be misled by
those very rare cases that are not in
line with dominant requests and
practice. To ask for useless forms of
treatment to be interrupted, even
though forms of care to avoid pain
are continued, is humanly and
morally legitimate. Palliative care
has means and instruments to re-
duce pain and offer a form of ac-
companying for patients and their
families. But allowing the drawing
up of a protocol for death at the end
of life, rather than involving the ac-
companying of a person, is psycho-
logically unacceptable.

The law must always maintain
the general interest that is expressed
in respect for life. To take away the
prohibition on giving death in this
circumstance will have conse-
quences for those social and psy-
chological phenomena that appeal
to respect for life. The direct or col-
lateral effects will manifest them-
selves in a rapid way, as indeed al-
ready takes place with the attacks
on the weakest, sick people at the
end of their lives, the disabled, and
the elderly carried out on economic
grounds. After being directed to-
wards an abortionist mentality we
are now being prepared for eu-
thanasia masked by language and
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protocols arranged by civil law that
avoid the most important questions.
The role of civilisation is to contain
asocial impulses when these are not
sublimated into higher functions. In
banalising in law these exceptional
requests for death, we support the
impulse to death, an impulse that at
times is stronger than the impulse to
life, above all else when this is not
supported by social, moral and spir-
itual values.

A person is structured psycholog-
ically around different representa-
tions that he or she elaborates dur-
ing the course of his or her subjec-
tive history. These representations
give a figure to that person’s self-
image and to that person’s relation-
ships with others and with exis-
tence. When a person expresses a
fear, a doubt, a wish for death, he or
she always does so with reference
to his or her own internal universe,
whose motivations most of the time
are unknown. His or her analysis is
without doubt authentic because the
person gives oral expression to
what he or she thinks and feels but
without always being able to wait
for what his or her request — for ex-
ample to put an end to his or her life
— actually represents. For this rea-
son, a request that touches upon
such essential and intimate realities
as birth and death must always be
clarified rather than being under-
stood with reference to its initial
formulation.

4. Listening to the Request
of the Patient

Despite the burden of the handi-
caps experienced by sick people,
the requests for death, in fact, are
very rare. Patients affected by the
locked-in syndrome, who at times
only have their eyes and a finger by
which to live and to use a computer
in order to make themselves under-
stood, are far from wanting to die.
They suffer from not being able to
communicate in a rapid and com-
plete way with those who surround
them, from being exposed to their
families in their condition, and in
particular to their children, and as
regards the youngest of these pa-
tients from not being able either to
speak or to communicate. In the
majority of cases, a minimum
amount of recovery allows them to

use a computer and to engage in a
few activities. The mere fact of lis-
tening to music procures them a
kind of joy at being alive.

Jean-Dominique Bauby, a French
journalist and the head copyeditor
of the magazine Elle, who was
struck down by the locked-in syn-
drome at the age of forty-five,
wrote a book entitled ‘The Diving
Suit and the Butterfly’” (Robert Laf-
font), in which he described, with
humour and elegance, the experi-
ence of inner freedom that he had
experienced in his hospital bed. In
France, another book by Paul Mel-
ki, an adolescent with a number of
handicaps (a tetraplegic with sight
defects), has also recently been
published, this time with the title
Journal de bord d’un détraqué mo-
teur (Calmann-Lévy). This boy
demonstrates an enthusiasm, ener-
gy and an imagination that bring
out his desire to live. This is a beau-
tiful invitation to us not to become
discouraged.
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Both these authors are surround-
ed by their families and their friends
and are on the side of life without
needing to reach death. The mass
media speak very rarely about these
infirm people but instead exploit
those who provide a dramatic pic-
ture of their wish for death and their
exaltation to transgress a taboo.

How can contemporary psychol-
ogy help is in caring for sick people
in the field of palliative care? The
psychological sciences, inspired by
the discoveries relating to the un-

conscious, have three reasons to
help such people.

1. In all the questions formulated
by the sick person and his or her
family it is advisable to search for
the structures that organise those
questions. We have emphasised the
importance of the conflict that op-
poses the impulses to life to the im-
pulses to death in the wish of that
mother to give death to her own son
out of love. The justification of an
act involving murder through an ar-
gument that is against it reveals a
perverse approach, in a psychiatric
sense, a form of behaviour that
tends to falsify the truth of the act
under the appearances of virtue.

2. A request is always the conse-
quence of the representation of
what we do with ourselves and with
reality. This representation should
be analysed and defined using
savoir-faire of a pedagogic charac-
ter in order to carry out this work.
This approach can be marked by a
feeling of powerlessness in address-
ing the difficulties of life and resig-
nation when faced with the limita-
tions and failures that is expressed
in a call for death. In contrary fash-
ion, a difficult situation can be an
opportunity to achieve a solution by
addressing it without abandoning
oneself or subjecting oneself to the
facts. Each person has his or her
own inner freedom by which to re-
act and find solutions in order to
discover new outlets in reality.

3. The request also throws light
on the person who receives it and
onto whom the patient’s hopes can
be projected, as in the case of inter-
pretative neuroses or allowing the
inducing from the other of the im-
age of the hysterical personality
that drags the other person into its
own wishes. The person who re-
ceives the message from the person
who sends it can believe that he or
she is responding objectively to a
request whereas in fact he or she is
under the dominion of the other
person who leads him or her to act
according to his or her own inter-
ests. A lack of relational distance, of
discernment as regards the contents
of the request and the challenges of
the person, that is to say the sym-
bolic system of society, are the fea-
tures that characterise an individu-
alistic society that has become lost
in the subjectivism of the claims of
each individual.
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The psychic structures, self-rep-
resentation and the representation
of society, but also the approaches
of projection and fusion, are the key
concepts by which to decipher the
complaints and the requests of peo-
ple who are sick or in situations of
great difficulty.

Conclusion

Human communication is often
characterised by misunderstanding
and a lack of comprehension. A
person may well not understand
what he or she is really expressing
in some of his or her questions. For
this reason, it is necessary to have a
good understanding of psychology.
The health-care militancy in favour
of euthanasia, which begins with
certain accommodations in relation
to the end of life in order to attain
its objectives, creates a morbose
and ideological climate that pre-
vents attention being paid to psy-
chological care of a very special
kind being provided to sock people.
Such people need to be acknowl-
edged and respected and to be unit-
ed to their families and their friends
or, in contrary fashion, to find car-

ing staff, benevolent visitors and
members of a chaplaincy, a rela-
tionship that helps them to go on
keeping possession of their own
lives and not be abandoned to lone-
liness. Equally, the psychological
training of staff engaged in care and
of people who intervene actively is
needed in order to improve their
practice and their ability to under-
stand the requests that sick people
make in relation to their own
deaths. Our societies attend to
looking after sick people and pro-
vide them with the comfort that is
required by their condition until the
last moments of their existence: but
our societies are relatively ill-
equipped as regards preparing peo-
ple for these last moments of exis-
tence. We should complain about a
defect as regards accompanying
and the ritualisation of relation-
ships so as to be actively present in
relation to those who are about to
die. Preparing for death and prepar-
ing to die constitutes a decisive
challenge as regards ennobling hu-
man existence as a whole. The pas-
toral action of priests must play its
role and be responsible for follow-
ing sick people and their families in
a spiritual sense during the death of

the loved one. The catechistic ap-
proach and the homilies that ad-
dress the problem of the ultimate
ends of life also have their role to
play from a spiritual point of view
but from a psychological point of
view as well. They will be of great
help in our reflection about these
matters. We must rediscover the
importance and the meaning of
death, which is a privileged mo-
ment. Death cannot be left solely to
the medical profession or to the
merchants who deal in death. It is
often the avoiding of the patient’s
personal questions that makes him
or her suffer, just as at times one
should know how to discern and re-
spect that which the patient cannot
talk about.

Freud was right when he argued
that it is difficult to give a meaning
to one’s own death when one has
not given a meaning to one’s own
life.
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4. A New Cultural Approach to the End of Life

Premise

If we engage in a rapid survey of
the fears of contemporary man, one
fear stands out in a particular way —
the fear of death. This is an instinc-
tive reaction to a reality that can
never be seen as a pure biological
and neutral fact. Indeed, just as life
cannot be identified with the set of
physiological conditions that ‘keep
us on our feet’, so death is not recog-
nisable only in the cessation of the
physical functions. Both — life and
death — bring into question the
sphere of meaning which, beyond
being a category reserved to the ex-
perts in the field (philosophers and
theologians in particular), is able to
markedly change the way of experi-
encing life and death.

In pre-Christian antiquity, death
was generally perceived as an en-
trance into the undifferentiated king-
dom of shadows, a move to a larval
existence, and was experienced for
the most part as an ineluctable sen-
tence. The pagan sarcophagi are full
of nostalgia for existence, but the
Christian tombs attest to serene faith
in eternal life to which earthly life
was seen as a responsible prelude.
After centuries of faith, iconography
and symbolism have returned to an
evocation of the macabre whose
baroque paroxysm explodes in a
tragic steeped in hopelessness.

Two descriptions of death borne
from two juxtaposed cultures, two
conceptions of life: those that ex-
press the peaceful joys of existence
and those that exalt the admirable
actions of heroes.

It was Christianity, with the event
of the Resurrection of Christ, that
broke this perception, and opened
up spaces of unimaginable hope:
‘the death of Christ impressed an-
other character on death, restoring to
it the meaning of the end that should
have been the end of the first man:
the move to a new life’." Adopting
this perspective, we can state that

death is not death: it is a lamp that
goes out when the Dawn comes. In
addition, the death of a Christian
was not at the outset seen as an indi-
vidual event but rather as a stage on
a larger journey during which we
were not left completely alone. Be-
ginning in the fourth century, how-
ever, the worry and the fear that
death, despite this, also provoked in
Christians, began to be considered,
above all in the presence of the fact
of a Christian’s sudden decease,
which did not allow a believer to
prepare himself or herself. This is a
worry that was also present through-
out modernity when by a no means
few number of works on the Ars
moriendi appeared — writings of
spirituality that were all dedicated to
the search for the ‘good death’.?

1. Beware Contemporary Culture

Today death is seen as the defeat
of therapy, as a frontier where medi-
cine fights its battle to prolong earth-
ly life. Thus birth and death are no
longer seen as manifestations of the
history of a person but almost as
chapters of a scientific encyclopae-
dia, perhaps with the titles ‘procreat-
ics’ and ‘thanatology’. As a result of
this, the reasons for the fear generat-
ed by death do not concern so much
the life beyond this one or divine
judgement, but rather the terminal
moment and the sufferings associat-
ed with it. The feeling of loneliness
and dismay that is provoked by im-
minent separation, by the sense of
the unknown and the void, is of ma-
jor incidence.’

In addition, death is increasingly
experienced in a private and institu-
tionalised form: only a small per-
centage of people end their earthly
existences in their families, sur-
rounded by their loved ones. This is
because the majority of people die in
special structures. As a sign of the
profound changes that are under-

way, one need only reflect that in the
current mentality a ‘beautiful’ death
is specifically that death which for
one thousand five hundred years
was feared, that is to say a sudden
death. Today, almost nobody would
be prepared to repeat the invocation
of the litanies of the saints: ‘A subi-
tanea et improvvisa morte, libera
nos Domine’.

However, death remains a fact,
and the attempts to remove it from
personal and collective horizons is a
vain one. In such a context it is of
fundamental importance to propose
anew cultural approach to the end of
life, taking into account that our cul-
ture does not want to see death and
does not want to speak about the fear
that death generates because in the
end death is the ‘objective’ proof of
the defeat of that earthly messianism
that consumer society wants to
achieve.

Societies organised around the
criterion of the search for material
prosperity see death as a non-sense
and with the intention of cancelling
the question about it, at times they
propose its painless bringing for-
ward. Death, which still remains the
most certain fact of the future of
each individual but is so often exhib-
ited and banalised in entertainment
and the mass media, has been wide-
ly hidden and marginalised from our
concrete experience.

The so-called ‘culture of prosper-
ity’ often brings with it an inability
to understand the meaning of life in
the situations of suffering and limi-
tation that accompany the drawing
near of a man to his death. Such an
inability is sharpened when it is ex-
pressed within a humanism that is
closed to the transcendent and is of-
ten translated into a loss of trust in
the value of man and life.

In the presence of death, the man
of secularised Western culture finds
himself, from a cultural point of
view, particularly undefended and
without answers: he is thus led to
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flee from death by excluding it
from his thoughts, just as the social
body already places death at the
margins of his experiences. The
censuring of death is one way by
which to defend oneself against it,
to defer the problem and distance
oneself from it, almost as if it con-
cerned only some people and any
case was a particular moment of
living. Instead, death remains the
constant and weightiest mortgage
that lies upon the whole experience
of man, and in relation to which it is
an illusion to imagine that one can
give answers that are only consol-
ing or directed towards the constant
removal of profound questions.
Amongst the inescapable tasks of
being a man, there is also that of
preparing oneself to address — or
better to live out — one’s own dying
as well, given that this too is an in-
tegral part of one’s own experience.
This is a task that should not be lim-
ited to preparing oneself to address
a future event given that, as Ro-
mano Guardini well observes, the
essential moments of life, being
born and dying, at all stages are
mysteriously always present, al-
ways contemporary.* In other terms,
one prepares to die every day, in all
the choices of one’s own life.

Then there is a philosophical and
ideological dimension on the basis
of which an appeal is made to the
absolute autonomy of man, almost
as if he were the author of his own
life. In this approach, reliance is
placed upon the principle of self-de-
termination, and there is even an ex-
altation of suicide and euthanasia as
paradoxical forms of the affirmation
of one’s own self. Here we should
not underestimate the sad reality of
hospitalised people who are often
not in contact with their own fami-
lies and are exposed to a kind of
technological invasiveness that hu-
miliates their dignity. Nor can we re-
main silent about the hidden impetus
of the so-called ‘culture of the use-
ful’ that governs many advanced so-
cieties on the basis of criteria of pro-
ductivity and efficiency. In this ap-
proach, the gravely ill person and
the dying person in need of pro-
longed and special forms of care and
treatment come to be seen in the
light of the cost-benefit ration as a
burden and an expenditure loss. This
mentality thus leads to lower sup-
port being given to the declining
stage of life.

2. The Counterculture of Death

‘We have been witnesses of the ad-
vance of the ‘counterculture’ of
death, which also emerges in other
phenomena that can be attributed in
one way or another to a low view of
the dignity of man: examples of this
are those people who die because of
hunger, because of war, because of
terrorism, because of lack of the
control of traffic, and because of low
attention being paid to safety rules at
work.

In the presence of new manifesta-
tions of this ‘counterculture’ of
death, the Church has not ceased to
be faithful to her love for man,
which is, indeed, the first way she is
called to follow.” She has the task of
illuminating the face of man, and in
particular the face of dying man,
with all the light of her doctrine and
with the light of faith and of reason.
The Church is aware that the mo-
ment of death is always accompa-
nied by a particular density of hu-
man feelings: an earthly life is being
completed, and affective, genera-
tional and social ties are being bro-
ken that are part of the intimate ex-
perience of a person. In the con-

sciousness of the person who is dy-
ing and of the person who is taking
care of him or her there is a conflict
between the hope for immortality
and the unknown, which even trou-
bles the most enlightened of spirits.
The Church raises her voice so that
no offence is committed against the
dying person but rather that with all
loving care people dedicate them-

selves to accompanying him or her
in dying while or she prepares, fol-
lowing Christ who died and rose
again, ‘the firstfruits of all those
who have fallen asleep (1 Cor.
15:20), to cross the threshold of time
and so to enter into eternity.®

3. Taking Care of
and not only Curing

Taking care of is more than decid-
ing to cure another person.” Here a
certainly  provocative  feature
emerges as regards therapeutic ac-
tion, at least as it is normally under-
stood. To take care of is to attend to
another person, and for this reason
placing him or her at the centre of
things, beginning with him or her,
listening to his or her situation, and
being resistant to every temptation
to objectify the person taking as a
starting point his or her specific
clinical condition, is something that
is indispensable. To care for, in a
medical sense as well, thus becomes
taking care of another person, un-
derstood in an overall sense.® At no
other time more than therapeutic ac-
tion does human life come to be
placed objectively in the hands of
another person; it also depends to a
varying but always substantial ex-
tent on the decisions of another per-
son. We are called upon to provide
an answer to the questions that the
life of another person, who has been
placed in our care, raises: who is the
person who has reached the end of a
life which, seen in a broader per-
spective, is not solely clinical? How
can this person be helped to discov-
er, to read and to live out his or her
deepest hopes, which are often un-
expressed even if they are real?
How can this person be accompa-
nied in a respectful and responsible
way, in a way that does not involve
mere assistance or a solely formal
and procedural approach? The an-
swers cannot fail to address this spe-
cial stage of life in the earthly exis-
tence of a person who is compelled
to experience a full transformation
of his or her relationship with him-
self or herself, and thus with his or
own overall life experience, with his
or her own body, with her or her
own freedom, with other people,
within the social-institutional con-
text in which he or she comes to find
himself or herself, and with, and in,
time itself.
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4. A Radical Cultural Change

One is dealing with an arduous
and at the same time an inescapable
task: preparing oneself to live out
one’s own dying. If a patient, by de-
finition, is ‘he who suffers, who un-
dergoes suffering’, the patient who
has come to the end of his or her life
is, so to speak, a patient at the sec-
ond level. He or she suffers not only
because of the illness that is under-
way or because of its effects, which
are devastating to varying degrees,
but above all because he or she is
aware of the irreversible nature of
his or her condition and because of
the consequent perception of the
progressive inefficacy of the forms
of therapeutic treatment to which he
or she is subjected, which, whatever
the case, will not return him or her to
his or her previous life. Such a pa-
tient finds himself or herself faced
with the syndrome of the dark tun-
nel: he or she does not see an end but
only that it will end.” All of us expe-
rience this when we accompany our
loved ones during this dark step, in
which it is difficult to see the exit in
the light of faith in Christ.

Illness and pain, and in particular
in extreme cases, generate in every
patient not only a request for healing
and help but also a question involv-
ing meaning. Man, in fact, does not
only suffer but knows that he is suf-
fering, and this confers on his sick
being a singular note of the dramat-
ic, as Nietzsche indeed stated in a lu-
cid way: ‘the absurdity of suffering,
not suffering, has been the curse that
has hitherto spread throughout
mankind’."

An unfavourable prognosis, like,
and more than, every other illness,
emerges into a person’s conscious-
ness first of all as something that is
foolish and wrong. The most pro-
found and inaccessible question of a
patient is the question that relates to
the meaning of his or her condition.
A meaning that in itself each person
is called upon to rediscover in each
condition of living life in times of
illness emerges very forcefully and
is especially acute. What makes this
question even more crucial is the
fact that the patient sees that he or
she can do something, can have an
active role in relation to the illness
itself, and not only let himself or
herself be taken over by it. The ill-
ness, in fact, is a threat to living in an
overall sense; it cannot be seen as an

evil simply because it prevents a
person from doing many things that
he or she previously could do. In-
deed, it has the more radical counte-
nance of an inability to want. This
inability can only be resolved on the
condition that once again a hope is
found for the person who suffers. In
this sense, the illness is a challenge
to freedom. To its discouraging mes-
sage it is not possible to resist in any
other way than by drawing on
‘moral’ resources, resources, that is
to say, that still allow a person to
want."

Our endeavour is directed to-
wards opening up horizons that al-
low living, allow us to continue to
live, allow us to be men and women
in the time and condition of illness
as well. This is because the meaning
of things and life cannot be grasped
by referring to intellectual cate-
gories, however persuasive and illu-
minating they may be, but by a keen
will to go on living. To accompany
the patient is to lead him or her to
experience the fact that despite
everything he or she remains greater
than his or her illness that and his or
her life is greater than what threatens
it. For this reason, medicine, under-
stood in a broad sense, cannot depart
from the arduous and highest task of
serving man in the fullness of his
mystery. Our efforts are directed to-
wards enabling the patient to draw
upon resources that can give hope to
him or her, especially affected as he
or she is, and to those reasons for life
that cannot be given in equal doses
to everyone (nor are they even pre-
dictable a priori) during the course
of the illness.

A form of hope that does not want
to be empty or purely consolatory
leads to the problem of death being
looked at in the face, and not merely
to it being fled from or even cen-
sured in a systematic way."

To infuse a culture of hope thus
means in this approach not offering
the patient only accurate explana-
tions of what is happening to him or
her or of the therapies of which he or
she is the protagonist. Nor does it
consist only in providing him or her
with intellectual arguments that are
able to throw light on the moment he
or she is experiencing. This is be-
cause life and dying, which are al-
ways so bound up with each other,
do not need only someone who
demonstrates — through rational ar-
guments that are varyingly effective

— the logic of what is being experi-
enced. Hope, like all the great rea-
sons for living, more than being
demonstrated, should be shown,
through nearness, sharing, and sup-
port.

5. A Paradoxical Challenge:
Living Dying

Our task is to accompany the sick
person, as far as this is possible, so
that it is he or she that looks for the
ultimate meaning of his or her life so
as to address with truth and aware-
ness his or own dying, which is as
unique and as unrepeatable as his or
her living, Dying, which is inherent
in the DNA of each individual, can
also be experienced not only as a ter-
minal moment, as the final second of
a trajectory that is irreversibly in de-
cline, but also as a very personal and
culminating moment of his or her
own living.

A work of art, a classic text, or a
film made by the author of a work
should be considered to the full if
they are to be enjoyed and appreciat-
ed. That masterpiece as well, which
is not in the least obvious or pre-
dictable, namely the life of each one
of us, without its final and ultimate
scene cannot reveal the fullness of
its meaning. If the whole life of a
person reveals his or her identity,
and a person really expresses him-
self or herself above all else in
knowing how to face up to a trial,
then specifically in the presence of
dying, which is the supreme trial, a
person is called upon to say, to bear
witness to, what he or she really is at
a deep level. Faced with dying, we
are dramatically placed in a condi-
tion of extreme and radical equality.
Every distinction and differentiation
fades away, and the profound identi-
ty of each person is revealed in an
ultimate way to oneself and others
once the inessential has been dra-
matically removed from the fatal ill-
ness.

In this context is revealed to us an
unprecedented challenge — experi-
encing the time of illness as well, not
only in relation to the aspect of resis-
tance, of consciously lasting during
that time, but also as a possibility of-
fered to our freedom to decide what
completion we wish for our exis-
tence. Thus when on the lips of a pa-
tient at the end of life there arises the
question ‘how long do I still have to
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live?’, he or she is not only posing a
question of a chronological charac-
ter. He or she is asking to be helped
to understand and to bear the weight
of what is happening to him or her,
but in addition, perhaps, he or she is
asking to prepare himself or herself
for the encounter with his or her
judge, his or her merciful judge: Je-
sus Christ.

6. A New Cultural Approach

a) The first step may be identified
as giving an absolute primacy to the
person,” who requires the greatest
respect and must never be exploited
for purposes other than his or her
overall good. During this stage, the
use of an appropriate pain therapy,
which is the privileged way of re-
specting the dignity of the person
during the period of his or suffering
and dying and of overcoming that
vision of a form of medicine direct-
ed solely towards the recovery of
health by the individual involved,
takes on a very special importance.
This therapy too, in addition to be-
ing proportionate to the conditions
of the patient and his or her ability to
tolerate the treatment involved,
should be decided within a sort of
‘pact with the patient’.

The relevance of the criterion of
the quality of life of the patient, to-
gether with other criteria, emerges
with singular clarity in this situation.
The New Code of Medical Deontol-
ogy (1998) devotes a great deal of
space to the duties of the medical
doctor towards terminally ill pa-
tients and observes that the relief of
suffering specifically belongs to the
evident tasks of the medical doctor
(art. 3). In particular, articles 20 and
37 condemn the abandonment of
therapy and emphasise the need, in
cases of a clearly unfavourable
prognosis where the patient has
reached the terminal stage of his or
her life, to work with the sole aim of
reducing the sufferings of the patient
in a way that maintains the best
quality of life possible for that pa-
tient.

The way of acting towards a
gravely ill person and a dying per-
son is based, therefore, on respect
for the life and the dignity of that
person with the aim of making pro-
portionate therapies available to him
or her. Without indulging in any
form of exaggerated treatment, it is

advisable to pay attention to discern-
ing the wishes of the patient when
one is dealing with extraordinary or
risky forms of treatment, always fos-
tering dialogue and the exchange of
information with the patient himself
or herself. It is incumbent upon
everyone to always assure ordinary
forms of care and treatment — in-
cluding food and liquids — and en-
gage in the administration of pallia-
tive cures. When an inevitable death
is imminent, observes the Congrega-
tion for the Doctrine of the Faith, ‘it
is licit in conscience to take the deci-
sion to forgo forms of treatment that
would procure only a precarious and
painful prolongation of life, without
however interrupting the normal
forms of care due to the patient in
similar cases’.” My dear and vener-
ated father said to me: my life has
followed its natural course, joys and
sufferings beneath the gaze of God.
Let me die in peace, that is to say at
home, with my family, a family of
God.
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b) The second step is in the direc-
tion of a serious preparation of the
sick person by not allowing him or
her to be deprived of those instru-
ments that above all else in a prior
stage but also in the terminal stage
of the illness can really assure him
or her of that level of information
and preparation that he or she needs
and that he or she normally requests.
Thus, the risks and limits of ‘self-in-
formation” which is obtained in a
sporadic and chance fashion, per-

haps using texts that are not always
easily understood or even Internet,
are avoided.

A real commitment to inform
takes responsibility for organising
not only instruments to do with
knowledge but above all for offering
in an accessible way the possibility
of personal meetings and trusting
conversations at times and in ways
that are most suitable, thereby creat-
ing a culture of dialogue during the
terminal stage of the illness of the
patient as well. Accompanying and
nearness to the sick person become
in this way a space and a time in
which to foster in the patient the dig-
nity of dying, with opposition being
given to the temptation to hasten the
ending of the life functions. And this
always prepares us for dying; we
make of it a vital experience.

c) The third step of our pathway
involves becoming aware of the fact
that between the patient and the ill-
ness there is a third party. Illness is a
personal fact but a person is not an
island, indeed a person is a relation-
ship, he or she is communication, he
or she is openness. Our life is always
a relationship with other people,
who remain present and operate in
our deepest life experiences. The
way of addressing illness derives to
a great extent from how we have
been educated by other people (par-
ents, family relatives) to live it, or by
how others — within the society and
culture we live in — have borne (pos-
itive or negative) witness in this
field, helping us or otherwise in our
relationship with the Other, from
Whom we come and towards Whom
go through death.

We are, that is to say, persons,
subjects endowed with special and
unrepeatable characteristics, consti-
tuted and interacting within and
through a specific complex of rela-
tionships, some of which are natural
and some of which are instituted.'
Illness, therefore, also becomes an
opportunity to ensure that the patient
remains the protagonist of his or her
communication. Although most of
the aspects of human suffering re-
main incommunicable, careful and
participated nearness, which does
not take cover behind defensive atti-
tudes, places us in a condition to re-
ceive from the sick person himself
or herself authentic and unforget-
table lessons about life. Although
suffering cannot in itself be shared,
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loneliness, which is a by no means
small (indeed it is a dramatically
large) component of suffering, can
be defeated by an exercise in other-
ness. Indeed, a patient who has
reached the end of his or her life is
not a biological residue whose life
should be shortened as much as pos-
sible, but rather a person who is able
until the last moment to establish a
relationship, albeit in painful and
dying ‘passivity’, and to attain his or
her own completion in the extreme
terminal reality of dying.

d) The fourth step leads us to see
illness as an ineffable reality in time.
The immediate language of experi-
ence teaches us how much time is
fundamental both as regards the ac-
tual perception of one’s own condi-
tion and, subsequently, when it
comes to bearing the duration of the
illness. That is to say, one grasps lit-
tle by little what it means to be ill
and this is understood by going
through days of pain, of fear, and of
loneliness. Once the situation has
been addressed, there emerges the
possibility-need to continue to
choose so as to be able to go on liv-
ing."” This is a need that is perceived
with extreme lucidity by a sick per-
son as an urgent necessity ‘to be
able-to have to-to want to’ continue
in what was the central core of his or
her living, which never disappeared
even if, without doubt, it has been
transfigured by his or her condition.
This new condition raises the prob-
lem of going on, of applying not one
or more choices but of requiring
continuation, a dynamic dwelling in
that situation, being placed between
the extremes that can be described in
terms of resisting, which involves a
constant search for the good that still
presents itself as being achievable,
or surrendering to the evil and its
logic of death. In both cases, free-
dom is at stake,' that is to say the
search for a meaning that alone can
free and activate the autonomy of
which we are constituted, so as to
sustain and always launch anew an
experience that is authentically hu-
man in every condition, including
the end of life.

7. Witnesses to Hope
Facing this situation, which has

very often been described by John
Paul IT in a lucid, penetrating and de-

manding way, is the great Gospel of
life — the foundation and nourish-
ment of an authentic culture of life.
Man is called to a fullness of life that
goes well beyond the dimensions of
his earthly existence because it con-
sists in sharing in the life itself of
God. The nobility of this supernatur-
al vocation reveals the greatness and
preciousness of human life even
during its temporal stage. Life in
time, in fact, is a basic condition, the
initial moment and integral part of
the whole and unitary process of hu-
man existence. At the same time, it
is precisely this supernatural call
that emphasises the relativity of the
earthly life of men and women.

We all know that this Gospel of
life meets with a profound echo in
the heart of every person, believers
and even non-believers, because this
Gospel, although it infinitely rises
above people’s hopes also meets
them in a surprising way. Albeit
amongst difficulties and uncertain-
ties, every man who is sincerely
open to truth and good, with the
light of reason and not without the
secret influence of grace, can man-
age to recognise in the natural law
that is written in men’s hearts (cf.
Rom 2:14-15) the sacred value of
human life from its beginning until
its end, and to affirm the right of
every human being to see this pri-
mary good of his or hers highly re-
spected."”

To proclaim the Gospel of Jesus
Christ is to proclaim— coherently
and consequently — the Gospel of
life. The life of a person is sacred be-
cause a person belongs in an overall
way to the mystery of Christ, in
whom and for whom the human per-
son is for ever. Physical life is the in-
evitable pre-condition for a human
person to live on earth and thus to
live his journey of responsibility to-
wards God the Creator during the
various circumstances of his or her
existence. For this reason, the life of
a man is at the disposal of nobody,
neither of an individual nor of the
State, neither of science nor of tech-
nology, because it is a gift of God,
granted mysteriously to human free-
dom so that a man may live out his
adventure on earth as a pathway of
encounter with God.

The end of life, because of physi-
cal death, does not annul the person
as a perennial event in God; the con-
ditions alone change. The intrinsic
value and the personal dignity of

every individual human being do not
change, whatever the concrete cir-
cumstances of his or her life may be.
A man, even if gravely ill or imped-
ed in the exercise of his highest
functions, is, and always be, a man.

The witness of so many men and
women who make love for life, even
during its gravest and weakest as-
pects and its most painful forms of
conditioning, a privileged way by
which to proclaim the culture of life,
becomes for all of us a stimulus to
engage in a daily commitment be-
fore the world. This is the great mis-
sion for each one of us: to open
every day — with words and actions
— that new path that goes from the
heart of God to the world and trans-
forms culture into a place of wel-
come, the place where God lives
amongst men, all of whom are creat-
ed in His image (cf. Gen. 1:27) and
called, through the resurrection of
the dead, as our Creed professes, to
the life of the world that is to come.

This Christian faith of ours is the
decisive new cultural approach to
the end of life. In the presence of
modern culture, which is soaked in
that axiom of Heidegger — ‘man is a
being for death’, to affirm that he is
a being for life* transforms the end
of earthly life into openness to eter-
nal life and the hopelessness of
modern culture into hope for life, for
joy, for peace, and for light, where
there will no longer be death,
mourning, distress or sorrow (Ap
21: 3-4).

H.Em. Card. PAUL POUPARD
President of the Pontifical Council
for Culture,

the Holy See

Notes

' R. GUARDINI, Le fins derniéres (Paris
1999), p. 30.

> We may cite those that are most famous be-
cause of the influence that they had over subse-
quent centuries: De arte bene moriendi (1618)
by SAN ROBERTO BELLARMINO e L’Apparec-
chio alla morte (1758) by SANT’ ALFONSO
MARIA DE LIGUORL

* Reacting to this trend, the Bishops of Bel-
gium restated in a document of February 1994
on ‘the accompanying of sick people near to
death’ that today it is possible to prepare one-
self for death that is experienced consciously as
a moment of reconciliation and witness.

*See R. GUARDINI, Le eta della vita, (= Ses-
tante 2) (Milan, 1993, pp. 73-74.

* Cf. JonN PauL II, Encyclical Letter Re-
demptor hominis n. 14, in Enchiridion Vati-
canum V1, p. 821.
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¢ Cf. Giovanni PaoLo II, ‘Discorso ai mem-
bri della Pontificia Accademia per la Vita —
27/02/1999’, in GiovaNNI PaoLo 11, Insegna-
menti XXII/1 (1999), pp. 436-437.

7 A clear and stimulating analysis from a
pastoral point of view that is useful for those
people involved at various levels in this field
can be found in E. MONTI, ‘Senso e dimensioni
dell’assistenza al malato terminale’, in La
Scuola Cattolica 1/2004, pp. 3-30.

® On ‘taking care of” as an essential charac-
teristic of man as ‘being of Being’, see the fun-
damental analysis of M. HEIDEGGER, Essere e
tempo (Milan/Rome, 1953) (original German
edition 1927), pp. 204-213.

° From the very large number of possible ref-
erences, we may cite a summarising text that is
of great efficacy in enunciating the ethical
questions and the relevant interpretational co-
ordinates connected with the terminal stage of
life: K. DEMMER, ‘La difesa della vita: i proble-
mi del morire’, in Studi sociali 26/4-5 (1986),
pp. 45-66.

' F. Nietzsche, ‘Genealogia della morale’,
in G. COLLI AND M. MONTANARI (eds.), Opere
di F. Nietzsche, VI (Milan, 1968), p. 366.

" Cf. G. ANGELINI, La malattia, un tempo
per volere. Saggio di filosofia morale (=
Filosofia Morale 9) (Milan, 2000), p. 57.

2 CHiopl, ‘La morte occultata. Oltre 1’alter-
nativa tra eutanasia e accanimento terapeutico’,
in G. ANGELINI, M. CHIODI, A. LATTUADA, R.
Morpacli, C. VIAFORA, AND C. VIGNA, La
bioetica. Questione civile e problemi teorici
sottesi (= Disputatio 10) (Milan, 1998), pp.
101-149.

" For a detailed study see: P. CATTORINI,
Bioetica. Metodo ed elementi base per af-
frontare problemi clinici (=Biblioteca Medica)
(Milan, 2000%), pp. 12-14.

" Cf. the Declaration of the CONGREGAZIONE
PER LA DOTTRINA DELLA FEDE, ‘L’eutanasia’, in
Enchiridion Vaticanum 7, pp. 332-351. See al-
so PoNTIFICIO CONSIGLIO «COR UNUM», docu-
ment on ‘Alcune questioni etiche relative ai
malati gravi e ai morenti’, in Enchiridion Vati-
canum 7, pp. 1132-1173; and PONTIFICIA AcC-
CADEMIA PER LA VITA, ‘Il rispetto della dignita
del morente. Considerazioni etiche sull’eutana-
sia’, in Enchiridion Vaticanum, 19, pp. 1012-
1017.

!> CONGREGAZIONE PER LA DOTTRINA DELLA
FEDE, op. cit., p. 349. Cf. Catechismo della
Chiesa Cattolica n. 2279 (Vatican City, 1992),
p. 561.

'* On the interpretation of man and his action
as a dynamic intertwining of self, others and in-
stitutions see P. RICOEUR, S¢é come un altro
(Milan, 1993), pp. 263-300; and ‘L’etica
ternaria della persona’, in P. RICOEUR, Persona,
comunita e istituzioni (Fiesole, 1994), pp. 77-

'7 On this point, the testimony of Paola Big-
nardi, the current National President of
Catholic  Action, is especially moving:
Avvenire, 10 Feb. 2004, p. 2, with the title ‘So
che cosa significa essere malati’ (‘I know what
it means to be ill’).

" Cf. A. FUMAGALLI, Azione e tempo. Il di-
namismo dell’agire morale alla luce di Tom-
maso d’Aquino (Assisi, 2002).

' Cf. John Paul II, Encyclical Letter Evan-
gelium vitae n. 2, in Enchiridion Vaticanum 14,
pp. 1209-1211.

* Cf. P. POUPARD, ‘Aspetto la risurrezione
dei morti e la vita del mondo che verra’, in P.
POUPARD, La fede cattolica (Turin, 19859, pp.
123-130.
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ANGELO BRUSCO

5. The Training of Staff and Palliative Care

While I was writing this paper I
asked a colleague of mine to offer
me some suggestions on how to
present the subject that had been
assigned to me, namely ‘the train-
ing of staff and palliative care’.
This tactic, pursued to overcome
my laziness, bore its fruits.

Some Experiences

Indeed, my companion suggest-
ed that I begin my paper with an
episode narrated by H. Nouwen in
his book ‘Creative Ministry’. Be-
ginning with that experience, he
told me, it would be easier for me
to present my analysis. This is the
text of Nouwen:

‘One day a priest asked a group
of his brothers to help him to
analyse the meeting that he had
had with a young woman, a parish-
ioner of his, who was afflicted by a
malign tumour and was destined to
live in hospital, having only the
prospect of a rather short period of
survival. He described the woman
as a happy woman, a woman full
of life and humour. He described
the conversation he had had with
her and ended by saying that dur-
ing the visit he had felt nervous,
embarrassed, and dissatisfied with
what he was doing.

The analysis of the conversation
between the priest and his parish-
ioner gave the impression of a long
and painful attempt to avoid reali-
ty — the reality was that a wounded
and beautiful woman was drawing
near to her death. They had spoken
about the female nurses, the food,
the difficulties that she had in
sleeping, her future plans, and
when she would return home. It
was clear that the pastor did not re-
alise that he was avoiding the real
question. His discussion with his
colleagues made him understand
that he could have helped that
woman more if he had previously

received better training on how to
draw near to the dying.

But at this point a member of the
group addressed the pastor and
said: ‘I wonder if you realise that
you, too, will die, perhaps not this
year, like your parishioner, but in a
not too distant future’. Suddenly all
the discussions on pastoral activity
were halted and a long silence then
ensued. Then the priest replied:
‘Perhaps I am afraid that my patient
will speak about death and it is
probably the case that I do not want
her to remind me of my mortal des-
tiny’.!
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When I observed that chaplains
are minor figures in the sphere of
palliative care, my colleague re-
minded me of an experience that
had taken place in a hospital in
New York. A psychologist, with a
chronometer in his hand, who had
suggested measuring the time re-
quired to respond to calls from pa-
tients, noticed that the female nurs-
es responded rapidly to the calls
made by patients who were getting
better but showed no hurry to re-
spond to calls that arrived to them

from the rooms of the dying. When
this psychologist told the female
patients about the results of his in-
vestigation they were very sur-
prised and refused tO accept them.
It is clear that their behaviour ex-
pressed an unconscious defensive
reflex to death.

‘And what about the medical
doctors?’, I asked. As regards this
category of health care profession-
als, my friend invited me to read
the following dialogue, which had
taken place in a hospital between a
medical doctor and a seventy-year-
old patient with a carcinoma of the
colon with hepatic metastasis:

Patient: Doctor, my liver is done
in! But weeds never die...I’ll win
this time as well, this time as well.

Doctor: You certainly shall, you
will need only a strong anti-toxin
treatment for this rather wobbly liv-
er of yours and a more suitable diet.

Patient: Listen to me. You’ve got
to tell me the truth. I trust you. I’ve
got liver cancer, haven’t I?

Doctor: No, not at all. Your liver
is just very tired. So far you have
not eaten properly: too much pep-
per, a few glasses too many. You’ll
see. With good treatment every-
thing will get better.

Patient: You know, I understand
what the real situation is. But I am
not worried about myself. I am sor-
ry to leave my children and my
grandchildren. I wanted to see my
granddaughter get her school leav-
ing certificate and then her degree.
And the other two grandchildren as
well. But it doesn’t matter. I was
able to enjoy them as long as I
could, and with great joy. More is
not possible.

Doctor: You mustn’t speak like
that.?

‘Knowing how to Be’

By employing these examples
my friend wanted to bring out one
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of the dimensions of the training of
staff as regards palliative care:
knowing how to be. It is evident, he
said, that the training of those who
work in palliative care must also
take into consideration the dimen-
sion of knowing and knowing how
to do. This is what is recommend-
ed by the European Committee for
Palliative Care, which, indeed,
dedicates as many as ten articles to
the subject, and with the applica-
tion of very high standards. How-
ever, if a choice has to be made,
given the limitations of time, it
must be in favour of the training
dimension of knowing how to be.

The testimonies that are report-
ed above, indeed, well illustrate
the fact that the death of a patient
can provoke deep emotions in
those who are taking care of them.
That death breaks the security of
the medical doctor, brings out the
uselessness of nursing care that
seeks to achieve a cure alone, con-
fronts a pastoral worker with ardu-
ous problems about the reasons for
suffering and the end of life, which
are at times without meaning, and
also disrupts family relations.

In addition to being a constant
affirmation of inadequacy, the pa-
tient who dies provokes a whole
series of fears in those who accom-
pany him or her. First and fore-
most, the unconscious desire for
invulnerability and immortality is
wounded.

Is the desire to always enjoy the
human experience on earth, the
beauty that makes it valuable, and
the love that warms it, not perhaps
innate in the human spirit? This
desire is well expressed in the
verses of the Catalan poet Joan
Naragall. Turning to God, Nara-
gall declares:

If the world is so beautiful, if it
mirrors

Your peace in our eyes, can you

Not give us another life?

Because, Lord, I hold so very
dear the eyes,

The face, and the body that you
have given me and the heart

That beats within it; and so [
fear death.

The fear that grips the patient in
relation to what is deepest within
him — his attachment to life — easi-

ly infects those who are looking
after him, provoking in them, in
addition to thoughts about their
own end, memories of their past
experiences of separation and of
mourning.

One author has described the ef-
fects that an unconscious fear of
death can have on the behaviour of
workers in this area with reference
to particular ‘masks’ and ‘rituals’
that are adopted by workers to dis-
tance the patient in order to protect
themselves. Medical doctors and
nurses can find refuge in the tech-
nical, and chaplains can take
refuge in prayer and the celebra-
tion of the sacraments, thereby
preventing the patient from com-
municating his or her own feel-
ings, isolated as he or she is in a
difficult emotional loneliness.

Entering into contact in a posi-
tive way with one’s own experi-
ence in relation to death and dying
is a pre-condition to ensuring that
the move from treating to looking
after is not a flatus vocis.

The phrase ‘taking care of’? ex-
presses the personal involvement
of the health care worker with the
person who suffers, an involve-
ment that is expressed through
compassion, concern, encourage-
ment and emotional support.

This is an act of synthesis in
which intelligence, no less than the
heart, has its part and its place.

In an important book, written in
the early 1980s, entitled ‘In a Dif-
ferent Voice’, the American Carol
Gilligan* expresses in a very sig-
nificant way the need for such a
synthesis. The ‘different voice’ to
which she refers consists, in the
world of health and health care, of
drawing near to people with an ap-
proach of participation rather than
detachment, of harmony and com-
passion rather than abstract ratio-
nality: a voice that emphasises the
primary importance of the person,
the singularity of the person, be-
cause the person asks to be seen
and understood for what he or she
is. A voice spoken, down the cen-
turies, in the main by women, but
not only by women, even though
our tradition has relegated that
voice to them.

In the view of various authors,
intimate emotion is the beginning
of every example of real moral re-
sponsibility and thus of moral re-

sponsibility in the field of health
and health care. A profound identi-
fication with those that suffer or
are without means, indeed, shakes
our selfishness and leads us to ex-
amine our consciences, our com-
forts, and our priorities.

It is this feeling of compassion,
as is well observed by the French
psychoanalyst Fran?ise Dolto, that
achieves inter-psychic communi-
cation between humans. There is
assistance in relation to the body,
which requires professional skill
and expertise, and is paid for, and
there is emotion, which makes us
human. When this is lacking it is
because the service has become an
institution or because the en-

counter is not unique but just a
paid job or another engaging pro-
fession. In this case, the person
who receives assistance is nothing
else but an object. A human rela-
tionship no longer exists.

But practiced in the right spirit,
assistance for the patient make
epiphany possible, the expression
of otherness, referred to by the
philosopher Levinas, who defines
the essence of moral experience as
the experience of the encounter
with another person, with the face
of another person.’

If the move described above
does not take place, there is a risk
that the person of the patient is not
seen, to employ the terminology of
Martin Buber, as a ‘you’ (a sub-
ject), but as an ‘it’ (object), falling
thereby into insignificance.
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The Fruits of ‘Knowing
how to Be’

As you can see, my colleague
said to me at this point, training at
the level of ‘knowing how to be’ is
demanding. It seeks to achieve a
change that is not only cognitive in
character but also one of attitude,
of how to approach a person who
has reached the end of his or her
journey on this earth. When such
training is well conducted, it pro-
duces a whole variety of positive
effects.

The first such effect lies in the
establishment of a meaningful re-
lationship with the patient, made
of respect and active listening.
This relationship helps the sick
person to accept himself or herself
despite his or her physical and
mental deterioration brought about
by the advance of his or her illness.
This is because he or she feels
‘looked at’ with respect and es-
teem. This relationship also makes
possible an understanding of the
feelings and needs of the patient
(whether they are physical, emo-
tional, social or spiritual in charac-
ter) and facilitates a suitable re-
sponse to such feelings and needs.
In addition, it facilitates the com-
munication of the truth to the pa-
tient, thereby helping to break the
wall of silence that throws the pa-
tient into a state of loneliness.
Knowing the truth about his or her
own state of health is a right of the
patient, but the communication of
the diagnosis must take into ac-
count various factors, the first of
which is the quality of the relation-
ship.

There is a second effect which is
very much connected with the
first, and that is the capacity for
self-involving and self-disclosing.
This capacity allows communica-
tion to be followed up by a mean-
ingful relationship, as emerges
well from the following dialogue
that took place in a hospice be-
tween a female nurse and a female
patient suffering from cancer:

Patient: Nurse, could I see a
specialist tomorrow? I have some-
thing important to ask him.

Nurse: 1 think that can be
arranged, Lucia. In the meantime
can I help you in some way?

Patient: Well? know that I am
dying and that there is no real

hope. I know that it could be in a
month or in a year, and I do not
want to stay here waiting to die. I
want him to give me something,
you know, so that I can go to sleep
and never wake up again. I have
heard that some doctors do this.

Nurse: 1 don’t think our doctor
would be ready to do that. You
should also think about other peo-
ple.

Patient: Who, for example? I
don’t have any relatives, or chil-
dren who will weep for me. I could
be beautiful dead.

Nurse: Oh, really! And what
about me and my colleague? Are
we not people who will weep
when you die?

Patient: Oh, you, this in only
your job, isn’t it, only your job.

Nurse: This is my job, Lucia,
but it is not only a job. I work here
because I want to. I want to be a
part of somebody’s life, especially
the lives of people like you, who
do not have anyone to take care of
them and to be concerned about
them. And I will cry when you go,
Lucia, just as I cried when Teresa
died, yesterday. I am not your
daughter, Lucia, I know, but I care
about you. Don’t neglect that fact,
don’t consider only my job.

Patient: Don’t get sentimental.
Why should you care about an old
woman who is going to die in a
few weeks’ time?

Nurse: There are a number of
reasons, Lucia. But I’'ll give you
two. One is that I could easily be in
your shoes. Cancer strikes down a
large number of people and it
could also strike me. The other
reason, Lucia, is that on a number
of occasions I have felt desperate
and have wanted to die and finish
everything, and somebody held
my hand at the right moment.

Patient: (After a pause) Do you
really care about me, I mean is it
really not just a job?

Nurse: (Holding Lucia’s hand)
Yes, Lucia, I care about you.

As my colleague observed, this
nurse correctly deciphered the
question of being helped to die that
had been posed to her by a patient
and took account of the vulnerabil-
ity of this person’s condition. This
deciphering allows the creation of
an answer to questions such as the
following: who or what is the enti-
ty that asks to be helped to die? It

is the patient or the patient’s envi-
ronment? What is the object of the
request? Is it the right to decide on
one’s own death autonomously, or
rather the right to be assisted and
looked after until death without
feeling that one is a burden and
without being ashamed, that has
precedence? For whom is the suf-
fering becoming unbearable?

Another effect, my colleague
went on, is the way in which one
approaches the reduction of pain.
It is important to call into question
the illusion which holds that there
is only one way of addressing pain
and suffering, that is to say by re-
moving it through technical or
pharmacological action. It should
be remembered, in fact, that the
pain of the dying person is fotal
pain (fear of death, worry about
separation, isolation, questions
about existence, the perception of
being a burden on others...). Be-
cause of this, pain is not something
that can be treated at a medical lev-
el alone. It follows from this, that
the efficacy of pain-killing treat-
ment is bound up with the possibil-
ity of placing pharmacological
medical treatment within a mean-
ingful relationship.

‘Knowing how to Be’
and Spiritual Accompanying

Lastly, there is a final effect that
requires special consideration.
This involves the capacity to re-
spond to the spiritual needs of a
dying person.

Palliative care, by going beyond
that organicistic orientation of
medicine that led to a reductive
view of the patient, has placed care
for the spiritual needs of patients in
therapeutic programmes for dying,
and it has done this more than has
been the case in any other branche
of medicine and health care.

This is to be attributed above all
else to a number of women of
great value, women such as Elisa-
beth Kiibler-Ross, Virginia Hen-
derson and Cicely Saunders. In
their writings, these women for-
mulated concepts that would be of
decisive importance in the practice
of palliative care. The first of
these, E. Kiibler-Ross, brought out
the  mental-emotional-spiritual
pathway that is followed by pa-
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tients during the terminal stage of
their illnesses. In the works by
Henderson there is a clear state-
ment that in order to offer nursing
care that respects the person, the
person’s needs have to be recog-
nised, including his or her spiritual
needs. For her part, Saunders em-
phasised the spiritual component
of pain experienced by patients
who are nearing the end of their
lives.

The paying of marked attention
to spirituality in the treatment and
accompanying of patients is a pos-
itive sign that reflects a living ten-
dency in contemporary culture.
But, I asked, are staff trained to un-
derstand and grasp the spiritual
needs of dying people and also
trained to respond directly to them
or turn to suitable people?

My colleague said that rather
than giving a positive or negative
answer to this question what mat-
ters is the urgent need for training
in this area of care so as to avoid
the risk of limiting the word ‘spiri-
tual’ in the texts or speeches on
palliative care.

In this, as in other sectors, he
went on, training begins with con-
tact with one’s own spirituality.
This is an indispensable pre-condi-
tion that allows one to draw near to
the questions and issues of another
person with that interior freedom
which is necessary if we want to
avoid undue projections and erro-
neous influences.

The comments of a psychologist
and a moralist are of relevance
here: ‘It is clear’, writes the first,
‘that a worker who is not in contact
with his or her own spirituality
cannot allow another individual to
open himself or herself to that
worker’s spirituality, and he or she
may come, through projection, to
deny the presence of this interior
life in the other person’. The sec-
ond observes: ‘the expression of
spiritual needs by patients cannot
but reach the personal spiritual
space of every person who is en-
gaged in accompanying. As a re-
sult, this expression will come to
be fostered or impeded in varying
ways’.

The project of accompanying
one’s fellow man until the end of
his death places everyone in the
truth of their condition. In spiritual
accompanying, in fact, man is tak-

en from his divertissement and led
back to the authenticity of his own
existence. He is thus confronted
with his own purpose: what is he,
in truth?

The observations made by
Cosette Odier, a Swiss Protestant
pastor, are very appropriate here:
‘in order to accompany gravely ill
people at a spiritual level, we must
pay attention to their needs. All of
us, in each one in our own way,
must strive to the best to under-
stand what is deep within us, there
where we draw the strength to live,
the strength to accompany those
who are about to die. We must all
try to be ‘rooted’ in order to accept
the various forms of spirituality
that appear in our lives nowadays
and to help the patient go do down
his or her own pathway (without,
because of this, excluding
changes), a pathway that is rooted
in what he or she is. We are not
there to impose a system but to dis-
cover together the roots of our be-
ing, that ‘breath of life’ that per-
vades us all, whatever the name
we give to it. For me, it is the Holy
Spirit, the spring of life...’

From this comes the need on the
part of workers in this field to ask
themselves about their own spiri-
tuality, about the system of values
that guides their existence, and
about the answers that are born in
their hearts in response to ques-
tions about the meaning of suffer-
ing and death. Only on this condi-
tion ‘can those that depart and
those that accompany them togeth-
er make a step forward in humani-

>

ty’.

The Quality of the Therapeutic
Team

At this point I wanted to take my
leave from my colleague. Before
leaving him, however, I asked him
if what he had said to me also ap-
plied to the successful working of
a therapeutic team that was en-
gaged in providing palliative care.
There can be no doubt about that,
he replied. A health care team, in
fact, is made up of various figures,
each one of whom has their role in
the organisation and provision of
the forms of treatment and care
that are given to the patient. The
ideal is for its members to achieve

that unity and that harmony which,
without ignoring the diversity of
tasks, allows a valid service to be
offered to patients and the poten-
tial of individuals to be used to the
utmost, thereby fostering their per-
sonal growth. For a team to func-
tion smoothly, attention should be
paid to the principles of group dy-
namics, the acquisition of commu-
nication skills, and above all that
ability in relationships that consti-
tutes one of the principle features
of knowing how to be. This is what
a female nurse expressed on the
matter in colourful terms:

‘Each one of us would like to
work in a place that we have al-
ways wished for and dreamed
about: a family place where every-
one knows each other and respects
each other, at the service of other
people, co-operating and with pro-
fessional attitudes, following our
heart and not only in pursuit if
earnings.

Often, however, the reality is
different.

We find that we work with a
large number of people, of differ-
ent ages, with different interests,
with different motivations, with
different sensibilities and with dif-
ferent life experiences.

The shared objective, therefore,
easily becomes not the good of the
person with which one comes into
contact, in my case in old peoples’
homes, but defending one’s own
interests and often one’s own self-
ish gain.

One of the biggest problems that
I come up against every day is self-
ishness, people closing up in them-
selves, and the loss of certain key
values, such as readiness to help,
humility, a spirit of sacrifice —in a
word, people no longer know how
to really love.

Our work is not simply a job, or
at least that is what I think, but a
calling, a life commitment to
which we should always renew
our ‘yes’ with sincerely and aware-
ness.

Being at the service of other
people, of sick people, of those
most in need, requires a very
strong interior richness that cannot
always be sustained.

It is for this reason that col-
leagues should feel more united,
be a force, a union, and not only
people forced to spend many hours



DOLENTIUM HOMINUM N. 58-2005

127

together because that is the way
things must be.

It would be great if we could
find people in our work contexts
who were good as points of refer-
ence, on whom to draw, and
recharge our batteries both at a
technical level and as regards an
experience made up of humanity.

Little would be needed to help
nurses such as ourselves to feel
more valued and more motivated,
but even this small element is diffi-
cult to find, above all from those
who are placed ‘above’ us.

I do not feel a pessimist, but the
ethical, psychological and organi-
sational problems are really many
in number, but I would like to
solve them, or at the least address
them, feeling less on my own and
nearer to responsible and satisfied
people’.®

Some Concluding
Observations

Going away, my colleague left
me the task of drawing some con-
clusions, which I have sum-
marised as follows:

It is important to make a distinc-
tion between information and

training. Information has the task
of reducing cognitive ignorance,
whereas training has the task of
developing attitudes and forms of
behaviour. ‘Speaking metaphori-
cally, training and information are
like two wheels on a cart. Unfortu-
nately, in the health care world too
much travelling is done on the
wheel of information and thus the
cart is very unbalanced. Unfortu-
nately, in the health care world, as
regards knowing how to be, there is
too much travelling on the wheel
of information, and the cart is very
unbalanced and harsh’.’

As has already been pointed out
in this paper, training is valid when
what we learn helps us to change,
and change increases our knowl-
edge and affects the environment
in which we work. If our training
does not manage to transform us
and at the same time to transform
the environment in which we
work, then our changes run the risk
of lasting only a morning: the first
sun will wither them and the first
difficulties will suffocate them.

Training must be constantly be
related to its context and find sup-
port in the structure. Otherwise,
training is like teaching a person to
run a hundred metres in ten sec-

onds and then giving him or her a
four by four room!

We express what we learn in
what we do, but we can also learn
from what we do. For this to hap-
pen, both individual and group su-
pervision are required.

Rev. ANGELO BRUSCO, M.I.
Lecturer in Pastoral Psychology,

The ‘Camillianum’ International Institute
of Pastoral Theology,

Rome.
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JOHN PATRICK FOLEY

6. The End of Human Life in the Mass Media

This evening, on the channel
RAISAT PREMIUM, there will be
the final installment of the televi-
sion series, “Brideshead Revisit-
ed”, based on the novel of the same
name by the English author, Eve-
lyn Waugh.

In one of the final scenes, Lord
Marchmain, the master of
Brideshead, a beautiful English
country home, lies dying in his an-
cestral mansion — and he has re-
fused all ministrations of the
Church. He was a Catholic who
had been living in an adulterous re-
lationship with a mistress in a
palazzo in Venice.

The very unsophisticated pastor
of the local parish, not particularly
esteemed by the members of this
noble family, visits Lord March-
main — played by the great English
actor, Sir Laurence Olivier — to
urge him to final repentance. Fi-
nally — wordlessly — the dying aris-
tocrat with difficulty makes the
sign of the cross and receives abso-
lution from his pastor.

My description is obviously un-
equal to the emotion of the mo-
ment depicted, but it is one of the
most sensitive and most moving
depictions of the end of human life
I have ever seen.

The aristocrat’s family has pro-
vided physical care and indeed a
certain reluctant loving presence in
regard to a person who has — for all
practical purposes — abandoned
them during his life, but some of
them are much more concerned
about his spiritual well being, and
their efforts are rewarded by one of
the most memorable conversion
scenes in the annals of English lit-
erature.

Would that the end of human life
were always depicted with such in-
sight and sympathy in the mass
media!

Even though the end of human
life is often depicted in the mass
media, whether in news reports

about battles or murders or the
deaths of famous people, or in dra-
matic films or television programs,
the focus is most often on the fact
of death rather than on the purpose
of life.

Recent reports on the terminal
illness of Yassir Arafat are witness
to the preoccupation with the mo-
ment of death, the prolongation of
life and the physical preparation
for burial, not on the preparations
the individual has made for death
or for eternal life.

There are many questions which
can be posed regarding the end of
human life and the mass media.

One of them is: what can be
shown regarding the end of human
life?

The film, “Saving Private
Ryan”, was criticized by some be-
cause it had a long sequence re-
garding the Allied invasion of Nor-
mandy during the Second World
War. The horrible deaths and in-
juries suffered by the invading
force were depicted in gruesome
and frightening detail and there
was literally a feeling of disgust
and exhaustion at the end of the se-
quence. I am sure it was nothing
like living through that terrible day
— or dying or being wounded dur-
ing the course of it, but it was
frightening enough for a passive
viewer.

For me, that scene from the film
had at least two messages: the terri-
ble horror of war and the desperate
heroism of those who faced danger
and death, in this situation, in a no-
ble cause.

How graphic, however, should
be the depiction of violent death —
either in dramatic presentations or
in actual news reporting?

In news reporting, there is often
fear that the depiction of death and
dying can shock viewers — espe-
cially if families of soldiers or
those involved in accidents might
be offended.

While it is understandable that
families should be notified before
news reports reveal names of those
killed, wounded or injured, it is to
be feared that public authorities
sometimes do not want explicit
coverage of the effects of battles,
because they do not want to turn
public opinion against war. Also,
sometimes public officials or pri-
vate company officials do not want
reports of the effects of certain ac-
cidents lest resentment be directed
against them for not having pre-
vented such occurrences.

Also, in all such cases — of war
or accidents, there is a fear that
children viewing such scenes will
be traumatized.

As a former editor, I personally
favor the greatest possible freedom
in depicting the tragic effects of ac-
cidents or wars. In my opinion, the
news should be reported accurately
and even graphically; the conclu-
sions can be drawn editorially.

Regarding spiritual care given to
those who die or are injured in war,
the media have most often been
most cooperative, as have been
military and civil authorities. Itisa
consolation for families to see that
heroic chaplains are present to cel-
ebrate Mass for those entering bat-
tle, to administer Extreme Unction
to those fatally wounded, to give
absolution to those entering battle
and to those who have fallen in bat-
tle. Itis a tragic fact that the num-
ber of chaplains available to minis-
ter to soldiers is diminishing, but
many chaplains will tell you that
nowhere more than in the military
is their ministry appreciated and
indeed necessary.

Certainly the depiction of clergy
ministering to the victims and the
escapees of the disaster of Septem-
ber 11, 2001, at the twin towers of
New York brought inspiration and
consolation to many. Such
tragedies often elicit the question,
“why”, not only about the tragedies



DOLENTIUM HOMINUM N. 58-2005

129

themselves and the meaning of
such suffering, but also about the
very purpose of life and our destiny
and the destiny of our loved ones.

The theme of our conference,
however, touches on palliative
care.

Because there is a general ten-
dency towards the denial of death,
the media often avoid such ques-
tions until the appearance of criti-
cal cases, often under litigation,
forces coverage of the problem.

There is the famous case of Ter-
ry Schiavo, the woman in a type of
coma whose husband wants nutri-
tion and hydration brought to a halt
and whose parents wish it to con-
tinue.

Mostly because of media cover-
age, sympathy was at first with the
husband, until allegations were
made that he did not want all his
wife’s money to be used to main-
tain her life. Florida Governor Jeb
Bush, the brother of the President
of the United States, ordered care
to be continued.

This case was widely reported in
the secular media, but the Catholic
media were able to use the occa-
sion to explain to their readers the
differences between ordinary and
extraordinary medical care and
palliative care. By the way, when |
say “readers”, I wish to note that it
is much easier to enter into detailed
explanations of moral questions in
the Catholic press than it is in a ra-
dio or television report.

As we know, it was difficult
enough to explain the difference
between ordinary and extraordi-
nary care — that what might be con-
sidered an ordinary surgical inter-
vention for a 20-year-old might be
considered an extraordinary inter-
vention for a 90-year-old.

However, many — possibly under
the influence of the media, having
seen programs such as “ER” or
even programs such as “Law and
Order” or “The Practice” which
might occasionally treat of med-
ical/moral themes which have le-
gal consequences — might think
that nutrition and hydration would
enter into the realm of extraordi-
nary care, something which the
Holy Father has specified is not the
case.

Another question which is most
current is what might be called the
“Christopher Reeve case” — the ap-

parently instrumental use of hu-
man life, in this case fetal stem
cells, to treat a chronic condition.
While Mr. Reeve has unfortunately
died, the publicity he gave to what
he viewed as the benefits of using
fetal stem cells and the recent pas-
sage of a referendum in California
for public funding of fetal stem cell
research have made that question
very pertinent. As I have noted,
however, it is an instrumental view,
a willingness to use what amounts
to the destruction of a human be-
ing, in this case a fetus, for the ben-
efit of another human being. But
this question goes far beyond the

discussion of “palliative care” — al-
though not beyond the question of
the impact of the media on moral
decision making.

In both dramatic programs and
in news reports, there has been a lot
of coverage of “right to die” ques-
tions. Does the individual have the
right to intervene directly to take
one’s life or to ask another to take
one’s life in the case of apparently
terminal illness?

Because neither news agencies
nor film studios have much reflect-
ed on the redemptive value of suf-
fering or even on the intrinsic value
of human life, over which only
God has ultimate dominion, the
prohibition of suicide in such cases
is often popularly portrayed as a
cruel imposition on persons in their
final agony. The subsequent rela-

tivization of the value of life obvi-
ously then has an effect on such
questions as the abortion of handi-
capped or retarded children and on
the continued care of severely
handicapped persons, of the vic-
tims of advanced Alzheimer’s dis-
ease, or, in general, of the old,
weak and sick. The worldwide re-
vulsion at the proposals of Hitler
regarding euthanasia of the handi-
capped is apparently fading with
time — and with widespread ratio-
nalization.

What can be done to sensitize
media to the needs of persons at the
end of their lives?

Indeed, the Italian and English
words — end and “fine” — have a
twofold signification. The one ap-
parently used in this conference is
“terminal point”. The other defini-
tion of end is purpose.

The treatment of individuals at
the terminal point of their lives will
be determined, however, by our
concept of the purpose of human
life.

If we believe that every human
life has as its purpose eternal life
with God and that individuals have
an added opportunity for grace
with every moment of their natural
life and that others may also grow
in grace with the exercise of Chris-
tian charity and indeed of solidari-
ty, then there will be no concept of
seeking to rid oneself or society
from the alleged burden of a life
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which has become apparently in-
convenient for the person suffering
and/or for the caregiver.

The problem faced not only by
the media but by society itself is
not medical or sociological but an-
thropological and theological.

It is evident that the media strike
a responsive chord when they de-
pict chaplains ministering to the
victims of war or clergy minister-
ing to the sick and dying and to
their loved ones. It is also evident
that the media struck a responsive
chord when they treated of Blessed
Mother Teresa ministering to the
sick and dying among the poorest
of the poor. There was a tacit ad-
mission by the media of the pre-
cious value of each person to whom
Mother Teresa and her Sisters were
ministering. There was also a de-
liberate choice on the part of the
media, especially after the biogra-
phy by Malcolm Muggeridge,
“Something Beautiful for God”, to
cover the work of a woman who so
heroically cared for the most easily
forgotten members of society.

Mother Teresa taught all of us the
value of every human life and the
importance of loving care for every
person as a precious child of God.

Thus, in representing the teach-
ing of the Church about the impor-
tance of care for every person at
the end of human life and indeed
about the end or purpose of human
life, we need not only theological
experts and spokespersons for the
Church; we need the living witness
of individuals who care for the sick
and dying.

Therefore, I would recommend
effective public relations activities
on the part of Catholic health care
institutions, not only to make
known their financial needs or to
make known the services they of-
fer to the public, but to make
known what the dedicated people
who work in them are doing for the
care of the poorest of the poor —
naturally in a way that will not ex-
ploit the poor or that will not ap-
pear to seek to advance the careers
of the health care providers in-
volved in such care.

Catholics especially, but also all
people should be reminded of the
importance of pastoral care for
those who are dying.

Since we believe that all does
not end in death but that our true
home is in heaven, greater empha-
sis should be given to calling a
priest as death approaches so that
the previously unrepentant might
be able to confess their sins and re-
ceive absolution and so that all
Catholics might have the consola-
tion of Viaticum, the final Holy
Communion before entering the
eternal banquet of heaven, and of
receiving from the priest the Apos-
tolic Blessing, the final blessing of
the Pope which carries with it full
remission of the temporal punish-
ment due to sin, in other words, a
plenary indulgence.

I return again to that final scene
in the life of Lord Marchmain in
“Brideshead Revisited”, which 1
believe to be the best television se-
ries ever done.

In the last moments of Lord

Marchmain, who had resisted reli-
gious approaches until then, a sim-
ple, persevering parish priest
reached out once again — and his
reward was witnessing the struggle
of a dying man to make the sign of
the cross of Jesus Christ.

Continuing physical care for the
terminally ill is important and its
importance should be emphasized
in the media, but guaranteeing spir-
itual care throughout a final illness
and at the moment of death is of
the greatest importance — and its
effects are eternal in the life of the
person absolved, anointed and
strengthened by Viaticum but also
in the lives of those who witness in
news reports or even in dramatic
programming the difference spiri-
tual care can make at the end of hu-
man life and for the end — or pur-
pose — of human life.

On the memorial cards for my
late parents, I had printed the for-
mer translation of the preface of
the Mass for the dead:

“In Christ Our Lord, there shines
forth the hope of a blessed resur-
rection, so that we who are made
sad by the certainty of death are re-
assured by the promise of immor-
tality. Life is changed, not taken
away from your faithful servants,
Lord, so that when this the house
of our earthly exile falls to ruin
there is made ready an everlasting
home in heaven.”

H.E. Msgr. JOHN PATRICK FOLEY
President of the Pontifical Council

for Social Communications,

the Holy See.
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7. The Up-dating
of Health Workers in
the Pastoral Aspects of Palliative Care

JACINTO GUERRERO TORRES

7.1 Priests and Palliative Care

In the presence of this select
group of specialists in palliative
care I would like first of all to ex-
pound what should be the role of
priests in the presence of patients
who are at the terminal stage of
their illness both in hospitals and in
the communities where priests car-
ry out their pastoral activities of
proclaiming, celebrating and pro-
moting communion and brother-
hood amongst the whole of the peo-
ple of God and the various circum-
stances that are involved. Then I
will dwell upon pastoral action in
the world of health and health care
and at a specific level I will discuss
priestly action to benefit those pa-
tients who are at the terminal stage
of their illness, for whom health
care centers have been created
which are known as ‘palliative
care’ centres or pain clinics. The
World Health Organisation has de-
fined palliative care as ‘the treat-
ment that is appropriate for a patient
in an advanced and progressive
stage of illness that does not re-
spond to therapeutic treatment and
where the control of pain and other
symptoms, like the psycho-social
and spiritual aspects, acquire
greater importance’.

For priests, this involves paying
spiritual and religious attention to
the sick person, and even if we re-
alise that they will have increasing
numbers of terminally ill people,
given their condition as persons and
above all because they, too, are chil-
dren of God, these sick people must

be followed in a suitable and appro-
priate way, as indeed this Pontifical
Council has stated categorically on
a number of occasions (cf. ‘The
Rights of the Person in a Terminal
situation and Hospital Work and the
Role of Palliative Medicine’). Even
though the patient cannot be cured,
it is important that a priest be pre-
sent, and indeed ‘being there’ is the
fundamental role of the priest.

The patient must be assisted in an
overall sense with the identification
of, and attention being paid to, his
or her physical, emotional, social
and spiritual needs.

As a priest, it is necessary to re-
turn to history, which, indeed, tells
us that for centuries care for the sick
has been a responsibility of reli-
gious institutions.

This is a difficult task but it must
be allocated to the projects of pas-
toral care in each diocese; indeed, at
the present time there are gaps
when we come to consider assis-
tance for the sick.

Allow me a personal recollection
that comes from my experience as a
priest, and which marked my life in
relation to care for the sick. They
appointed me the chaplain of a hos-
pital where I went every day to cel-
ebrate Holy Mass and give commu-
nion to the patients. The first day,
after Holy Mass, at the first home
where they told me that the Eu-
charist had been asked for, I en-
countered a woman who was prac-
tically a skeleton and whose skin
was attached to her bones. I was

saturday
13

november

afraid, I must admit, and felt repul-
sion. I tried to do my duty very
quickly and to leave as soon as pos-
sible. That picture shook me, but I
thought deeply about that encounter
and I gradually changed my views:
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I spent more time with that person
and talked to her about her family
and about her illness. A month later
that woman died and I accompa-
nied her to the cemetery, to her last
dwelling place, and there I estab-
lished a very good relationship with
her family relatives. She was an ex-
emplary woman who during her
last days was revived by the visit of
a priest.

Being with the terminally ill is of
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Sfundamental importance, being
their friend, their confidant, and
their servant. That is to say, as a
priest one must establish human
contact, be always ready to help and
always kind and pleasant.

Well. What made me change my
approach to the pain of patients?
My experience in hospitals lasted
for eight years, but after this there
was my experience in a parish
where I visited patients every eight
days, and this practice of my
priestly ministry made me more
human. However, this took place
thanks to the reflection that every
priest is an ‘administrator’ of the
sacraments and the Gospel in order
to give life and light to all those
who have been entrusted to his
care and assistance.

We can repeat the same words of
Christ: ‘“The Spirit of the Lord is up-
on me’ (Lk 4:18). Indeed, the very
Spirit received from the sacrament
of ordination is a source of holiness
and call to sanctification not only
because it shapes the priest in con-
formity with Christ the Head and
Pastor of the Church but also be-
cause it entrusts to him a prophetic,
priestly and real mission so that he
may carry that mission out by per-
sonifying Christ and also animate
and vivify his existence every day,
enriching it with gifts and requests,
with virtues and strengths that are
expressed in pastoral charity. This
charity is the unifying synthesis of
the Gospel values and virtues and at
the same time the force that sustains
his growth and development until
the achievement of Christian per-
fection (PDV, 27).

The same document affirms that
Gospel-based radicalism is a funda-
mental and inescapable require-
ment that springs from the call of
Christ to follow him and to imitate
him so as to achieve communion of
life with him. This requirement is
even greater in the case of priests
because they are the face of the
Church, because they are modelled
on Christ, and because they must be
suitable as well as involved in the
event of salvation and the well-be-
ing of our brothers and sisters, be-
cause they are modelled on Christ
(cf. PDV, 27).

I believe that all this is very grat-
ifying and above all that it is pro-
ductive in ensuring that priests in
their ministries enter into the field

of knowing the person, the work
and the teachings of Christ so that
in a real sense in the world of health
and health care and at a more prac-
tical level of palliative care they are
like Christ, that is to say men who
are near, very near to the terminally
ill, and who show them that the
Church is also their mother with her
presence and her care and concern
which foster hope and ensure that
they do not live in loneliness in hos-
pitals or their homes.

Priests Must Know
How to Look at Christ

A priest must purify his gaze so
as to contemplate Christ when in-
teracting with sick people and dis-

cover what Christ would have done
in the circumstances of abandon-
ment and desperation of patients
who hope only that they will finish
their days.

As Paul VI declared, where there
is a sick person there must be a hu-
man place in the full sense of the
term where every person is treated
with dignity and where he or she
feels — despite his or her suffering —
the closeness of brothers and sis-
ters, of friends (Paul VI, Allocution,
24 May1974).

The Gospels very often present
the love and compassion of Jesus
towards sick people and at the same
time they record his constant heal-
ings of the sick.

It is interesting to observe how
St. Paul relates the passing of Christ
through Palestine when he was at
the home of Cornelius: Jesus of
Nazareth...went about healing and
doing good (Acts 10:38).

‘He healed the sick; consoled the
afflicted; fed the hungry; freed the
people from deafness, from blind-
ness, from leprosy, from the devil
and from various physical disabili-
ties; three times he restored the
dead to life. He was sensitive to
every human suffering, whether of
the body or of the soul’ (John Paul
II, Apostolic Letter Salvifici Do-
loris, n. 16).

Christ drew near to pain. When
he saw the paralytic at the pool who
had borne his suffering for thirty-
eight years he asked him sponta-

s X,

neously: ‘Do you want to be
healed?’ (Jn 5:6) On another occa-
sion Christ offered to go to the
home where the servant of the cen-
turion was ill (Mt 8:7), and he did
not flee from diseases that were
thought to be contagious or from
those that were very unpleasant.
The leper of Capernaum could have
been healed from far away but
Christ drew near to him and healed
him (Mt 8:3).

When Christ first sent out the
Apostles to preach the Kingdom of
God he gave them the power to heal
the sick (cf. Lk 9:1-6).

Another great motivation for
priests is to know that the Holy
Mother Church teaches us to visit
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Christ (cf. Mt 25:36-44) because to
serve those who suffer is to serve
Christ himself in the suffering
limbs of his mystical body, so as to
be able to have the great joy as
priests of hearing from the lips of
the Lord: ‘Come you who are
blessed of my Father, I was sick and
you visited me...’

In the person of Christ the Head,
the priest must act as Christ himself
would. This is because in his name
we provide these small examples of
help and at the same time behave as
if we were coming to the sick Christ
who needs the priestly ministry that
accompanies, that cares for the sick
person who very often is abandoned
and discouraged. This makes the
Gospel more credible.

A priest must be very conscious
not only that he should reflect on
the words and actions of Christ, as
we have already seen in this paper,
but must also take into account the
spiritual dimension of palliative
care. I will now speak for a short
while about this spiritual dimen-
sion.

In his relationship with the termi-
nally ill it is important for a priest to
discover some elements of his own
spiritual dimension because these
determine his vision of life, his vi-
sion of what realities are important,
and the goals that should be pur-
sued.

Accompanying spiritual needs.
Although care for spiritual needs is
the task of all professionals and not
only of priests because such profes-
sionals have to deal with these
kinds of needs, it is regrettably the
case that the creation of instruments
for caring for spiritual needs has
taken few steps forward.

Accompanying at times of anxi-
ety and of the posing of difficult
questions. Here a priest must be
open to dialogue and facilitate emo-
tional release or emptying on the
part of the terminally ill person.

Accepting and integrating reac-
tions in the face of death. This is the
most difficult task that the priest
faces because the death of a termi-
nally ill person provokes profound
feelings in those who have looked
after him or her. It breaks the secu-
rity of those who have looked after
him or her and demonstrates the
uselessness of forms of care that on-
ly seek a cure. It involves facing up
in a severe way to the arduous prob-

lems of the reason for suffering and
death. Depression must also be tak-
en into account — this is another mo-
ment in the evolving journey of a
dying person.

Reconciliation with the person’s
own life: the treatment of guilt and
memories. This is a moment when
wounds should be healed by look-
ing backwards so that the dying
person becomes aware of his or her
past: it is as if at the end he or she
passes in front of a mirror and sees
a film of his or her own life and
there is the appearance of a feeling
of guilt. The sick person becomes a
judge and, accused with his or her
own past, is assailed by a feeling of
anxiety or self-condemnation. Dur-
ing these moments of pacification
the priest should help the sick per-
son to introduce order into the ex-
periences that have been accumu-
lated during his or her life so that he
or she can forgive those who have
wounded him or her and openly or
in a symbolic way ask for forgive-
ness from those that he or she has
offended. At this time the sacra-
ment of reconciliation can be very
useful. It can do a great deal of
good to the terminally ill person
and help him or her to discover a
loving presence that transcends
him or her beyond the feeling of
guilt.

Hope. This should not be con-
fused with optimism. A priest must
be a man of hope at a crossroads of
suffering and darkness; a hope that
enables the sick person to look be-
yond the meeting of immediate
wishes and even beyond pain and
death, when, that is, his anthropo-
logical vision does not end with the
definite finale of death and when
the patient has a transcendent vision
of the world.

Hope is not suited to half-truths
and is not satisfied by phrases such
as ‘everything will work out for the
best’.

Fostering religious service. This
is something specific to the priest,
but it is something that should be
engaged in only when the sick per-
son wants it. The free choices of the
individual involved must always be
respected. It must be discovered
that the illness can be transformed
into a ‘place’, an opportunity to ex-
perience one’s own faith in Christ
and thus to achieve one’s own bap-
tismal vocation: to be dedicated to

the Lord in every activity and situa-
tion of one’s own life.

In this sense, suffering is not only
transformed into an opportunity for
the patient himself or herself to
achieve spiritual growth, but is also
transformed into salvation for those
who are near to the sick person: the
goodness of the action radiates
around the terminally ill person.

The sick person spreads a feeling
of peace, of faith, he or she makes
solidarity spring forth, he or she
opens up to hope; and the whole en-
vironment changes.

In this situation, the sacrament of
the anointing of the sick acquires
new light and a new meaning. It
ceases to be the sacrament for un-
conscious dying people or a ‘pass-
port’ to the life beyond. Here magi-
cal or superstitious interpretations
of any kind must be removed so that
the true meaning of this sacrament
can be expressed — it is a sign of the
praying presence of the community
to exhort the sick person to have
faith and to offer him or her the
grace of sanctification so that he or
she can live our her or his suffering
with Christ. We know that this
sacrament grants the grace of the
Holy Spirit to the sick person by
which the whole man is helped at
the level of his health, comforted by
trust in God and strengthened
against the temptations of the ene-
my and the anxiety provoked by
death so that he cannot only bear his
hardships with strength but also
fight against them.

The celebration of the anointing
of the Sick by the Church is to be
located in continuity with the ac-
tions of Jesus to benefit the sick. We
know that sickness influences the
whole man, his body and his spirit:
without a special grace from the
Lord the sick person could suffer
from the temptation of shutting
himself or herself up within himself
or herself, abandoning himself or
herself to loneliness or hopeless-
ness, to the point of rebelling
against God and His providence.
Instead, the virtue of this sacrament
confers on the sick person those
graces that are needed in order en-
able him or her to trust in God of
salvation and dominate the situation
to hand in faith. This sacrament is a
comfort, it is help.

The priest must confer a style on
this celebration: he should use
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well-prepared liturgy with a prior
catechesis. A choral participation
does not only help the sick person
but also develops other initiatives
of assistance and closeness in
death.

Christian faith also illuminates
the event of death as a paschal pas-
sage with Christ to the House of the
Father. The Church holds that man
is created by God for a destiny of
happiness beyond the boundaries of
terrestrial miseries in order to be in
eternal communion with incorrupt-
ible divine life (cf. Gaudium et
Spes, n. 18).

A Christian should be encour-
aged to die as a Christian. This is
because a baptised person does not
observe what finishes but what pro-
jects him or her into the future: to
die is to share in the victory of
Christ over death.

The sacraments of reconciliation
and the Eucharist in form of vi-
aticum express reconciliation with
the past and this is nourishment for
the ‘great journey beyond death’.
Viaticum gives a new meaning to
the death of a Christian and takes on
the meaning of an offering joined to

that of Christ who welcomes it in
order to present it to the Father.
Lastly, in all parishes and to the
extent that one can, in hospitals, ac-
companying does not finish. There
are family relatives who have other
needs. Mourning should be elabo-
rated so that they can begin to live.
And here the spiritual and reli-
gious dimension can have a deci-
sive importance in offering relief,
courage, pleasure and the desire to
going on walking through life.

Conclusion

In this paper, which I have had
the opportunity to give to such a
distinguished and professional au-
dience, on the very important sub-
ject of the role of priests in relation
to palliative care, we have not
ceased to see the fundamental func-
tion of this figure whose mission is
to make Christ present in the world
of pain and suffering. This is an op-
portunity that presents itself day by
day in the priestly ministry both in
hospitals, together with the team of
hospital staff, and in the ordinary

ministry in the parish context
where we constantly encounter a
multitude of people who are in beds
of pain in a terminal situation be-
cause centres providing palliative
care and drugs and medicines are
increasingly prohibitive at the level
of cost.

Here a priest must be the voice of
those who have no voice so as to of-
fer assistance and engage in works
of mercy, so as to be blessed by God
the Father and express the mercy
that Jesus asks of us: ‘Come, O
blessed of my Father, inherit the
kingdom prepared for you from the
foundation of the world; for I was
hungry and you gave me food, I
was thirsty and you gave me drink,
I was a stranger and you welcomed
me, I was naked and you clothed
me, I was sick and you visited me, I
was in prison and you came to me’
(Mt 25:34-36).
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7.2 The Up-dating of Health Workers
in the Pastoral Aspects of Palliative Care:

Medical Doctors

The concept of palliative and
hospice care, which evolved in
many countries, brought to our at-
tention that there is a significant
need for increased physician partic-
ipation in all aspects of the care pro-
vided to terminally ill patients.
Within the hospice and palliative
care programs emerged four new
distinct physician roles: the attend-
ing physician, the consulting physi-
cian, the medical director, the hos-
pice team physician.

It is mandatory that the medical
director and the hospice team
physician should be specialists in
palliative medicine. My presenta-
tion will focus on endangerments
and benefits of pastoral ministry ad-
dressed especially to those two
types of physicians, but certainly
not limited to them.

Palliative physicians are a part of
very narrow medical specialization.
Their ratio to the number of inhabi-
tants of any given country fluctu-
ates from a dozen or so to several
thousand. However, there are many
countries where this medical spe-
cialization does not exist. That
global situation brings a lot of chal-
lenges in establishing permanent
pastoral care addressed especially
to doctors and medical palliative
staff. The complexity of the hospice
ministry, with its holistic approach
to patients, makes it even more dif-
ficult to formulate and create pas-
toral programs and suggestions
concerning physicians and medical
staff.

Social  transformations. One
finds numerous manifestations of
the change of social context in
which contemporary man is func-
tioning. The leading processes are
the following: the specialization
and segmentation of social life,

transformations in the social-occu-
pational structure, socio-cultural
pluralism, and specialization with
regard to functions played by vari-
ous social structures.

All this leads to a disintegration
of local communities, and thereby
to an “atomization” of the parochial
milieu. This gives rise to a “social
vacuum” between the parishioner
and their parish, and there is no in-
teraction between parishioners at
the religious level.

The fundamental issue here is to
create awareness within the Church
community about what ought to be
done and what conditions should be
taken into consideration so that the
Church can be present among the
people who minister to the dying.
Such awareness is rooted in the ba-
sic functions of the evangelizing
Church and determining pastoral
aspects of ministry to the doctors of
palliative care.

The paradigm of medicine and
other considerations:

— reductional concept of man:
bio-mechanical —illness as a defect;

— repairable medicine: illness-de-
fect — medicine repairs failure;

— limitations of repairable and
therapeutic medicine;

— palliative medicine - the culmi-
nation point — bring changes in ex-
pectations of medical doctors in
palliative care.

The basic functions of the
Church: the prophetic, liturgical
and charitable are stable and do not
change. One may, however, seek
their new forms or renew the old
ones. In the function of the prophet-
ic are various forms of preaching
the message of salvation. At the
moment it seems — taking into ac-
count de-Christianization, selective

religiousness, and rationalism — that
pastoral tasks are similar to those
which the first Christian fellow-
ships had. One should make

preaching more essential and direct
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it to the establishment of ecclesial
fellowships; one should stress reli-
gious instruction for adults, a more
intensive commitment of the laity,
and educate people for choice in the
“worldview market.” One postu-
lates here discussing in ecclesial
preaching the question of vocation
and mission in the ministry for suf-
fering brothers and sisters. These
are charismatic elements necessary
for a physician of palliative medi-
cine. It is crucial to form a charism
in a palliative care doctor. In the re-
generation of the liturgical function
one should stress the need to edu-
cate for participation in religious
practices. The important point here
is not only systematic participation,
but also its quality and intensity.
The liturgy in its fellowship-mak-
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ing function should be stressed
here, its role as a school of faith and
a way of parochial evangelization.
It is important to understand better
the religious symbols, signs, and
gestures. This will help to show the
faithful the liturgy that is compre-
hended, authentic, and uniting. The
regeneration of the function of love
calls for broader perspectives of tra-
ditional charitable activity. It should
be extended from its narrowly un-
derstood function (aid for the poor)
towards the satisfaction of all real
needs that exist in the parochial mi-
lieu.

New functions of pastoral care
and parishes: developing Christian
associations; non-parochial pastoral
care; extraordinary pastoral care;
special, specialist, and individual
pastoral care.

ANNO 3730.

The function of developing reli-
gious associations. Beliefs, opin-
ions, attitudes, and behavior are to a
large extent formed by the milieu.
Therefore people need a Christian
surrounding if they are to live a
Christian life. Circumstantial fac-
tors are more than the institutional
ones the elements of this develop-
ment: hence the basic concern of
contemporary parishes should be
the establishment of such milieus. It
is the task of the parish to support
and stimulate initiatives, and co-or-
dinate small religious groups. The
point is to create milieus for believ-
ers in which Christianity is accept-
ed and manifested, in which Chris-

tians can find support for their
needs. Each member of a parish has
contacts with many milieus. At
least one of them should be
Catholic.

In contemporary societies “pas-
toral care for the converted,” those
who more or less take an active part
in the life and faith of the Church,
must be supplemented by “pastoral
care of conversion.” The latter kind
of pastoral care is designed for
those who partly distance them-
selves from faith and the Church.
The need for “pastoral care of con-
version” is the reason why the func-
tion under discussion has been sep-
arated.

From the pastoral point of view
one should accept each Christian
for the way he or she is, even if they
are Christians on holidays and are
selective. The point is to help them
to make a step forward towards a
more complete Christianity. This
means that we should take an inter-
est in the questions and problems of
“those who stand far from the
Church.” The world today requires
Christians to become more and
more Christian, not in the form of
conventional religiosity but crucial
personal decisions. The Church be-
comes a kind of “spiritual home-
land”: I was born in it and I want to
die in it. In fact all those people, and
there are many of them today, are
missing an essential experience, the
experience of a Christian initiation.
It seems that the solution is the
function of the re-evangelization of
the parish. This re-evangelization is
taking place at three levels, all of
which are important elements in
Christian fellowship. They are as
follows: faith, cult, and testimony.
The persons mentioned above need
to be re-introduced into faith, the
liturgy, and the practice of Christian
life.

An important value is attached to
such values as participation, fel-
low-responsibility, and fellowship.
A pastoral care that seeks to satisfy
contemporary needs, including
those of physicians’ who adminis-
ter palliative care, must take into
account these, purely evangelical,
values. In order to carry out this
task, it seems, we need to make the
traditional function of parishes
more important, and realize their
new functions. Fulfilling them will

contribute to the development of
parishes and will extend pastoral
influence.

In the functions mentioned above
we can point out a few important el-
ements of the up-dating of medical
doctors in the pastoral aspects of
palliative care.

The pastoral tasks are similar to
those experienced by the first
Christian communities.

Methods: laying foundations of
the faith and preparing personal ac-
ceptance of Christ as my Savior,
and not only as a religious truth. To
proclaim not only “what one should
believe in, but also why one should
believe in it.”

Main Subjects:

— Catholic and anthropological
background

— Old Testament, New Testament
— Jesus Christ

— Ethics in the medical sciences

Supplementary subjects:

— Human dignity: transcendent
and natural

— concern for the soul

— inform conscience

— sanctity of life

Application: seminars, work-
shops, bible study groups, presenta-
tions in hospitals, nursing and assis-
tant living facilities, medical
schools, printed materials,
brochures, flyers, articles in local
and diocesan papers

Obstacles and difficulties: politi-
cal correctness, Christian values in
the liberal and secular environment,
a hostile media, and the culture of
death, the passiveness and negli-
gence of the medical field

Positive and affirmative:

— encouragement of Catholic
medical staff;

— promoting the culture of life;

— reaching to the undecided on
ethical values;

— supporting pro-life groups at a
parish and regional level;

— educating the faithful in pain
management and palliative care op-
tions;

— understanding of medical prac-
tice as a charismatic vocation.

Postulate: enduring need of
reaching to medical doctors by pas-
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toral ministry with emphasis on the
charismatic aspects in their pallia-
tive care to the terminally ill.

Professional qualifications and
requirements:

— related to personality: empathy,
compassion, sensitivity, patience,
spiritual virtues;

— related to values: personal be-
liefs rooted in the Culture of Life,
acceptance of the dignity of the dy-
ing person, refusing all forms of de-
humanizing treatment and euthana-
sia, promoting a Catholic model of
medical care at the end of life.

Conclusion

Palliative care changes the para-
digm of medicine. Everyone who
has contact with a hospice team re-
alizes the difficulties of social, psy-
chological and spiritual assistance

that face health care professionals,
especially medical doctors. Com-
prehensive pastoral care addressed
to all physicians may also protect
them from anger with terminally ill
patients and burn-out or depression
formed by human inabilities and
stress. Cultural dimensions and
strong pro-euthanasia movements
require physicians to accept hospice
and palliative treatment as a person-
al Christian answer to the mystery
of suffering. To fight successfully
the distorted understanding of hu-
man dignity and the meaning of life
in the liberal environment, medical
doctors and hospice physicians
must be embraced by the Church
community and supported by its hi-
erarchy.

Rev. MIROSEAW KALINOWSKI
Professor of Pastoral Theology
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Bibliography

ALBRECHT E., ORTH CH., SCHMIDT H., Hos-
pizpraxis. Ein Leitfaden fiir Menschen die
Sterbenden helfen wollen, Freiburg 1995.

FurRMAN J., MCNABB D., The Dying Time:
Practical Wisdom for the Dying and Their
Caregivers. Random House, 1997.

B. M. KINZBRUNNER, Ethics in Hospice
Care: Challenges to Hospice Values in a
Changing Health Care Environment, Ed. B.
Jennings. The Haworth Press, 1997, pp. 49-
55.

“The role of the physician in hospice’, The
Hospice Journal, Vol. 12, No. 2 1997 pp. 49-
55.

J. L. BARRAGAN, ‘Proposal for the identity
of the catholic hospital’, Dolentium Hominum,
9:1999 No. 3 pp. 14-15.

M. KALINOWSKI, Towarzyszenie w cierpie-
niu. Postuga hospicyjna, Lublin, 2002.




138

PALLIATIVE CARE

AN VERLINDE

7.3 Pastoral Aspects of Palliative Care

and Nursing

Introduction

Palliative care is implemented in
many societies and has even in-
creased.

Palliative care is in the nursing
field a well developed item and
along with medical doctors and
health workers a recently specific
domain for nursing practice.

After the overall debate on eu-
thanasia, the attention towards pal-
liative care increased in many
western societies. In other parts of
the world such as Asia, with the in-
crease in older people, and in
Africa, with the dying of patients
with Aids, palliative care, too, is a
hot topic in health care and partic-
ularly in nursing.

From the models in the USA
(Albany) and the hospices in Eng-
land, implementation of hospice
work framed in an adapted model
country wise started in many
Western oriented societies: the
USA, Europe, Australia, New-
Zealand, Japan, Taiwan, Ivory
Coast, Nigeria, South Africa and
India; this from the reports from
Ciciams-associations.

Since the mid-1980s nurses
have been trained in palliative
care, first in hospital wards, then in
hospices and nursing homes and
later in home care.

Palliative Care and Nursing

In many countries, qualified and
experienced nurses are trained in
palliative care at advanced pro-
grammes of nursing high schools
and at university level.

Note that many nurses and reli-
gious persons practiced palliative
care long before the notion of pal-
liative care appeared.

In contradiction with the short-
age of nurses in Western societies

and qualified nurses, in Africa,
many nurses volunteer to become
experts in palliative care.

A short research among Cici-
ams-nurses revealed that nurses in
palliative care have an average age
of 45-55 and leave a career of ex-
pert nurses in intensive care, psy-
chiatric institutions and home care.

To become a qualified palliative
care nurse an advanced training of
2 to 3 years at advanced nursing
level or at university level is re-
quired and essential.

Palliative Care and Spirituality

Forty percent (reported, perhaps
more) of palliative care nurses are
religious and help patients with
spiritual needs.

Most palliative care nurses are
trained in spiritual approaches and
report that this is essential in their
work as palliative care nurses.

In the summer of 2004 the
NACN-USA (National Associa-
tion of Catholic Nurses) had a con-
ference on “A Spiritual Approach
to the Basic Aspects of Health Care
and Healing”. The speakers tack-
led the spiritual approach among
terminally ill patients and pallia-
tive care. Learning moments of the
conference: the effect of spirituali-
ty on health care practice of a di-
verse population utilizing culture
care theory principles. Practical ex-
amples were given of how nurses
trained in palliative care and spiri-
tuality accompanied patients, fully
respecting the culture of the pa-
tients, for example: the native
Americans belief in “Mother Earth
and Father Son” — this has impli-
cations in nursing practices. For
example: how to dress the bed in
the bedroom according to morning
sunshine and the evening sunset
light through the window.

Palliative Care and ethics

Palliative care nurses do re-
search their own field of practice.
An abundant quantity of literature
has been produced the last five
years on ethics and palliative care.
In literature on ethics and former
literature in palliative care “death”
is mostly an act of a higher sacral
order.

Nurses report that in fact the dy-
ing person is concerned about dai-
ly practical problems. For exam-
ple there are concerns about rela-
tives they are leaving behind. Ac-
cording to Dutch research on pal-
liative care, the dying person is
sometimes less concerned about
the meaning of life in the light of
eternity than with daily problems
and coping with relatives’ prob-
lems.

Nurses in palliative care must be
aware of their personal perception
of the notion of a “good death”
The personal and individualistic
perception of a “good death” can
be in conflict with the perception
of “good death” of the patient. Via
dialogue nurses can learn the per-
ceptions of the patients and their
relatives about “good death”.
Nurses learn that along with an ob-
jective definition of a “good
death” the consequences are rele-
vant and the recognition of diversi-
ty on opinions on this matter.

Ethical commissions instruct
nurses and dialogue on the orienta-
tion of the ethical guidelines in
hospitals, hospices, nursing homes
and home care.

Being involved in ethical issues
over the last twenty years has been
major subject for health care work-
ers and especially for nursing prac-
tice.

Although admitting that many
issues in daily nursing practice are
not ethical, nurses formulate
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sometimes daily problems and
concerns in terms of ethical issues:
for example, communication be-
tween multidisciplinary team-
workers, territory fights, difficul-
ties with enormous demands of
family. Urgently, palliative care
nursing needs ethical guidelines in
the daily practice of palliative care
for hospitals, nursing homes, hos-
pices and home care.

Nursing competences
and skills in Palliative Care

Palliative care means that nurses
care for the dying and that they
cope with the needs, sorrow and
stress of family members.

Therefore, nurses must be

trained and well skilled in commu-
nication.

Otherwise this report gives
room to point some important is-
sues and situations in palliative
nursing practice.

1. Comfort of the patient

Palliative care means the great-
est comfort for the patient and his
well-being. What does this mean?

In daily practice: bed comfort;
comfortable sheets and covers,
soft pillows. Helping patients to
turn in their beds is a nursing skill.
Handling patients without pain is
nursing practice. Accompanying
patients in their last life time is a
matter of time-giving, experience,
nearness, attention to details in the
patient’s environment and support
of relatives.

A survey and qualitative re-
search in Belgian Palliative
Care(2004) in nursing homes and
home care stated that the follow-
ing nursing practices and skills are
appreciated:

— in palliative care patients can
make their own choices in the last
phase of their live. Nurses help to
turn rules, hospital regulations,
etc. into an assured and trustful en-
vironment;

— nurses help the relatives to let
the beloved patient pass away;

— nurses support the relatives in
daily patient caring. In home care
relatives can be overloaded, the
burden to take care of an palliative
patient can become extremely
high;

—nurses give trust to the patient
and the family, nurses are always
available. Patients and relatives
rely on the “nearness” of nurses;

— nurses through their compe-
tences and skills can create an as-
sured, calm and confident envi-
ronment;

— nurses are skilled and experi-
enced in pain control. Mostly, the
nurse is the “advocate” of the pa-
tient and helps the medical doctor
in the treatment of pain;

— nurses will be more skilled in
spiritual care. Nurses are, through
their daily physical contacts, very
“near” to the patient;

Realise that questions on death,
dying and the meaning of life come
at the level of about 80% to nurs-
es.(report of the NACN-USA).

Nurses are trained in spirituality,
they can give confidence to the pa-
tient, they dispatch questions to
health care workers and to pastoral
health workers and to relatives.

Conclusions on the above men-
tioned research: nurses are essen-
tial in palliative care for the fol-
lowing reasons: the personal at-
tention to the patient and to the
family — giving “time” and being
always available; being the first
health care provider and being
most “near” to the patient.

2. Conflicts among practitioners
on oxygen

Patients with breath difficulties
are in pain and agony. Instructions
on oxygen giving are not always
precise. This is a domain of con-
flict; conflict between health care

workers, conflict between health
care workers and family and inter-
personal conflicts in nurses.

Ethical commissions can work
on daily and precise guidelines on
this issue. It is felt from nursing
that ethical commissions must be
involved in the daily practice of
palliative care.

3. Fixation of patients

Some patients must be assured
in their bed and bedrooms. Pallia-
tive patients can be in great agony
and try to leave the bed or pull out
the needles and tubes. The nursing
answer to this problem is usually
remaining in bed and the doctors
answer is sedative medication.

The supreme health care institu-
tion in Belgium (VVI) recom-
mended guidelines on fixation in
palliative care. New methods, and
advanced materials can be used to
assure the patient. Fixation can be
done only in very particular situa-
tions, and with appropriate materi-
als. A report must be submitted
daily to the palliative care com-
mittee and to the ethical commis-
sion of the hospital, nursing home
or the home care unit.

Nurses are involved in this dra-
matic but sometimes essential
practice of assuring patients.
Guidelines, protocols and stan-
dard nursing practices are re-
quired. The recommendation is
esteemed, hopefully other coun-
tries follow the model of Belgium.

4. Feeding issues in palliative care

Feeding problems were largely
debated at the FIAMC-conference
of spring 2004 in Rome.

Food and hydration are pallia-
tive care nursing concerns. Pallia-
tive care nurses are trained in the
problems of food and the hydra-
tion of palliative patients. Patients
must be treated as full human be-
ings until the very end of life. Ad-
vanced learning programmes for
palliative care nursing deal with
the practice of feeding and hydra-
tion. Dignity for the human being
is essential.

Cooperation between all health
care workers and families in the
food and hydration issue is neces-
sary: see the FIAMC-conference
of 2004.
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5. Pain-control

Palliative care nurses are highly
trained in pain-control. In ad-
vanced programmes of palliative
care nurses learn to recognise
symptoms, differentiation in
symptoms, and the circle of pain.
Palliative care nurses apply the
WHO pain control circle. Nurses
observe patients constantly and
are very near to the patient. Pallia-
tive care nurses are the “advo-
cates” of the patients. Pain control
helps the patients live their life ful-
ly to the end.

Conclusion

Reports on palliative care are
more extended. Full reports are
available at Ciciams headquarters,
Brussels.

Palliative care for nurses is a
specific field in nursing practice.

Palliative care for some nurses
is the only domain where they can
fulfill their vocation and where

they can give meaning to their job.

Reports of Ciciams point that
palliative care nurses are well
trained in advanced programmes
for increasing competences and
skills, certainly in Western soci-
eties. In other regions, culturally
adapted models in palliative care
(S. Africa for Aids patients) have
been established.

Nurses are essential in palliative
care. Well trained and well experi-
enced nurses, with long career be-
hind them, make the choice to be-
come palliative care Nurses. For
many nurses, palliative care is ful-
filling their vocation as nurse.

Ciciams nurses want and can de-
bate ethical issues. On behalf of
Catholic nurses  world-wide,
which I have the honour to repre-
sent, I plea that nurses be repre-
sented in Ethical Commissions,
certainly on palliative care.

I thank the Pontifical Council
for Health Pastoral Care for its
lasting attention to nurses.

Catholic nurses feel sheltered in
the Pontifical Council for Health

Pastoral Care. I humbly ask again
for all needed support.

Dr. AN VERLINDE

President of C.1.C.IA.M.S.
International Catholic Committee

of Nurses and Medico-Social Assistants,
Belgium.
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7.4 Palliative Care: How does it Change
Our way of Seeing Things?

My congregation, ‘la Xaviere’,
is not a hospital congregation.
However, it was asked to replace a
Pius Union of widows, the Dames
of Calvary, which had been
founded in the nineteenth century,
so as to continue the work of ac-
companying the dying at the
Jeanne Garnier Institute of Paris.
We created an association of the
faithful and some secular figures
also joined us. Within the Institute
we created a community that
takes part, together with the chap-
laincy, in spiritual and religious
encouragement and support. Oth-
er Xavieres work in it but they do
not live there: two medical doc-
tors such as myself, the person in
charge of the volunteers, and a
large number of voluntary work-
ers. Two of us are members of the
governing committee of the hos-
pital. Over the last twenty years,
the practice of palliative care has
led me, as a female religious and
as a medical doctor who exercises
her profession in a Catholic insti-
tute of palliative care and in other
public hospitals, to broaden my
idea of what care is. Contempo-
rary medicine requires a constant
ethical questioning in order to at-
tain a thoughtful medical ap-
proach, and this is our task in the
field of palliative care, whose
ethics are based upon Judeo-
Christian humanism. I have also
perhaps discovered the political
battle that all of us, both religious
and secular people, must engage
in to contribute the development
of palliative care. Every person
whose condition requires it,
should, indeed, be able to benefit
from such care and be respected
and accompanied until the end of
his or her life.

1. The Preponderant Role of
the Technical Requires that
Greater Attention be Paid to
the Quality of Relationships

Far from despising the technical
advances in medicine from which
they, too, benefit, the professionals
of palliative care believe that the
value and the quality of such care
does not depend solely on the effi-
cacy or wonders of the technical.
They hold that their relationship
with the patient and his or her fam-
ily relatives is an integral part of
such care and that the suffering of
the patient and his or her relatives
is often not taken sufficiently into
account. A priority in palliative
care is to create a climate of trust
and dialogue between all the par-
ties involved. This is translated in-
to constant negotiation with every-
one and within the staff responsi-
ble for such care, both as regards
small things and when it comes to
major decisions. For this reason,
information that is sincere, well
mannered and respectful of the
sick person and his or her family is
indispensable. Insufficient infor-
mation will not allow him or her to
take part in the decisions that con-
cern him or her.

We emphasise three aspects of
this relationship and these bring
out all of its importance:

a. If a grave illness progressive-
ly isolates the sick person and his
or her family relatives, this rela-
tionship allows them to find the
words by which to express their
suffering and at the same to time to
find someone to listen. When
shared with other people, suffering
becomes less oppressive. The dif-
ficulties in communicating be-
tween the patient, his or her family
relatives and the medical doctor
accentuate the loneliness of the

sick person, isolate him or her, and
can even provoke forms of behav-
ioural disturbance. When the bur-
den is too great, the sick person
does not have the strength that is
needed to lift himself or herself up,
and at times he or she expresses his
or her malaise by becoming ag-
gressive towards the staff that is
looking after him or her or his or
her family relatives. At times, fam-
ilies, as well, feel that they are iso-
lated. Each of the members of the
family hesitates before placing up-
on another his or her worries and
troubles and at times feels alone in
bearing this burden. In addition,
when the illness continues over
time, friends draw away because
they no longer know what to do or
what to say. Families then appreci-
ate even more the welcome and the
support that is offered to them by
the staff providing care, by the vol-
unteers and by the members of the
chaplainry. Our communication
with the families must not be re-
duced to providing information
about the condition of the patient
but must be an opportunity for dis-
covering the particular suffering of
family relatives and for the attenu-
ation of fears.

b. Illness and nearness to death
lead to a person being afraid about
the laceration of his or her body
and the end of his or her life. This
relationship, in contrary fashion,
by taking into account the various
dimensions of the person and by
respecting his or her singularity,
restores unity and calm. Medicine,
which is increasingly specialised,
gives the impression to the sick
person that he or is she is rarely
seen in the totality of his or her be-
ing. Complementary research and
forms of treatment are carried out
by different teams, each one of
which is expert in a specific field.
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Medical advances at the level of
both knowledge and technical ca-
pacities are secured at the cost of
the objectification of the human
body, which is what scientific
rigour requires. Whereas the re-
searcher has to abstract the indi-
vidual in order to study the human
being, the clinical doctor has to
move from this abstraction to the
individual. In palliative care, see-
ing the sick person as a subject is
indispensable and the totality of
his or her person and the complex-
ity of his or her suffering have to
be taken into account.

c. It is not rare for a sick person
to have doubts about the meaning
of life. The families also ask them-
selves about the value of this life
of dependence and suffering that is
at times unending, In especially
difficult situations, the staff re-
sponsible for treatment and care
run the risk of losing from sight the
meaning of their own work. The
relationship that is created be-
tween these various partners helps
in the working out of meaning.
Only if one passes through the tri-
al of illness or draws near to death
can one give a meaning to what
one is living through. The en-
tourage is reduced to silence even
though it is tempted to imitate the
friends of Job in giving the sick
person rational advice or explana-
tions. More often, the family rela-
tives enter this search for meaning
on their own and not even the
members of the team are exempted
from this existential or spiritual
questioning, which we may locate
within a religious tradition.

It is difficult to be at the side of
someone who is unable to give a
meaning to his or her own life —
this is a challenge. Exhausted fam-
ilies or a staff responsible for giv-
ing treatment and care that is sub-
jected to burn out unfortunately
confirm the sick person’s lack of
self-esteem. This relationship, in
contrary fashion, opens a breach in
this situation, which is apparently
without an exit door. The philoso-
pher Catherine Chalier . expresses
this is a wonderful way:! ‘listening
without having answers, without
knowing anything about the mean-
ing that one wants, means having
to find in oneself a sufficient readi-
ness to welcome the words and the

silences of another person without
covering him or her immediately
with one’s own volubility and dis-
quiet. It means finding within one-
self the resources that are needed
to make the person who is suffer-
ing understand that his or her
unique life as an irreplaceable per-
son is not in vain but has a value
for another person, not because of
its merits or its sufferings but be-
cause in it and through it the Infi-
nite has taken a name and a face’.
The atmosphere of trust and dia-
logue between everyone fosters
this working out of meaning,
which does neglect suffering or
sadness.

2. The Choice in Favour
of an Interdisciplinary
Approach Modifies the Idea
of Care by Broadening it

Bearing in mind the suffering of
the sick person and his or her fam-
ily relatives in relation to the vari-
ous components that are involved,
implies the role of a number of
people. Whereas the multi-disci-
plinary approach pools informa-
tion connected with different sci-
ences or disciplines, the interdisci-
plinary approach is an interaction
between these different disci-
plines. It depends upon an open-
ness of spirit, an intellectual cu-
riosity that leads people to move
outside their own contexts and
languages. An interdisciplinary
approach is difficult. Interdiscipli-
nary practice runs the risk of being
damaged by what is at its base,
that is to say the diversity, differ-
ences and multiplication of lan-
guages, points of view and meth-
ods. Another difficulty lies in the
change in mentality that it re-
quires. Lastly, health care workers
still work too frequently in an in-
dividualistic way and thus the
team cannot function in a healthy
way. In founding the Saint
Christopher’s Hospice, Cicely
Saunders gave rise to a broader
concept of care. Indeed, she invit-
ed her co-workers to change their
approach by working in teams
made up of different professionals
and voluntary workers.

The broadening of care brought
about by an interdisciplinary ap-
proach has brought into play

workers who are not professionals,
namely volunteers, who, far from
taking the place of the staff provid-
ing treatment and care, are more
complementary and support-pro-
viding. As citizens, voluntary
workers take the difficult decision
to take care of sick people and
their family relatives. They take
part in the renewal of the social tis-
sue. ‘They take on the risks of
presence near to another person
who is near to death in a funda-
mental bond of humanity’.! Are
not the volunteers, the staff provid-
ing treatment and care, the family
relatives and partners (each ac-
cording to their own role), in rela-
tion to the sick person who is near
to death ‘perhaps society where
society no longer exists?” Always
within the framework of voluntary
work, but with a different function,
the members of the team of the
chaplainry, who belong to differ-
ent religions, have their own role
to play within the sphere of opera-
tions of the interdisciplinary team.

3. Dialogue at the Centre of
Care: a Creative Experience

The relational difficulties be-
tween health care workers and
some families are often solved af-
ter the establishment of a dialogue.
At times, the intervention of a third
person is required in order to re-es-
tablish a minimum of dialogue be-
tween them.

What is dialogue? 1 would like
to take Martin Buber as a point of
reference.

— Dialogue is the element at the
base of the reality of people who
address each other. The interlocu-
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tors benefit from an initial equality
at the level of status, they are mu-
tually responsible for each other,
and their relationship is symmetri-
cal. Very often our relationship
with other people is reifying. Bu-
ber proposes a radical act of ‘mu-
tation’ that involves the whole per-
son, a true conversion of being.

— Dialogue is an experience of
encounter and not of knowing. Itis
at the heart of speech but also of
gestures and approaches. It is
movement towards another per-
son. Its aim is to create a new
world in which the protagonists
create each other, a mutual cre-
ation that is nothing else but an ex-
pression of love.

— Dialogue cannot be reduced to
a means or an instrument of com-
munication. Its purpose is a shared
working out of meaning.

What are the conditions that are
required for a real dialogue to take
place? The responsibility of each
person is committed to a common
search for a truth. In order to be
deep and authentic, dialogue re-
quires, at the same time, trans-
parency and secrecy, exchange
and reserve. Even though most of
the time dialogue takes place be-
tween two people, it can also in-
volve other people as well. Dia-
logue is the creator of meaning,
the fruit of an encounter between
the interlocutors. One is no longer
dealing with speaking to someone
but with speaking with someone.

Dialogue and ethics. Dialogue
and ethics are closely bound up:
ethics are necessary to dialogue
and dialogue is necessary to ethics.
The sharing or understanding of
the same beliefs are not prelimi-
nary conditions to dialogue, which
is, rather, developed more begin-
ning with the difference that exists
between those engaged in the dia-
logue. Work in the field of pallia-
tive care requires personal ethical
reflection and ethical reflection
within the team. This involves a
constant search for a suitable form
of medicine that respects the hu-
man being in his or her inalienable
dignity until the end of his or her
life without reference to his or her
physical or mental state. This pre-
supposes a training that everyone
can choose and at the same time a

policy of training within the insti-
tute concerned. In our institute all
of the staff, the voluntary workers
and the members of the team of the
chaplainry have a period of week-
ly training in which our common
spirit is forged and in which the
values upon which we base our
presence and our action in relation
to the sick person and his or her
family relatives are remembered,
discussed and analysed.

Inter-religious inter-philosophi-
cal dialogue. Our institute is a
Catholic one but it forms a part of
the public health service and ad-
mits sick belief of all beliefs.
Amongst the members of the staff
we have Christians, believers be-
longing to other religions, non-be-
lievers and atheists. Each one of
them, however, has subscribed to
the Charter of the Institute and is
committed to respecting that char-
ter. The same thing applies to the
voluntary workers and the team of
the chaplainry. Great attention is
paid by everyone to the spiritual
questioning and pathway of the
sick person and of his or her fami-
ly relatives. Inter-religious dia-
logue, which is at times ‘inter-
philosophical’ in character, and ec-
umenical experience, enormously
enrich us, even though at times
they are demanding at a personal
level.

4. Concern about the Political
Aspect Forms a Part of
Commitment in the Field
of Palliative Care and Bears
Witness to a Broad
Conception of Care

How can we care for a sick per-
son without having at a deep level
the concern that everyone should
be able to have access to care? Will
the sick people that we cannot wel-
come receive acceptance -else-
where? The number of structures
providing palliative care and the
development of palliative care at
home are insufficient in our coun-
try and this is even more the case
at a world level. How can we help
to improve this situation? If an ac-
tion at a higher level is engaged in,
it can only be carried out by some
people (secular and religious),
whereas, in contrary fashion, sen-

sitisation within society as a whole
is a matter for all of us and each
one of us. This is a concern and/or
political commitment in the broad-
est sense of the term. Indeed, the
questions raised by caring for and
accompanying people at the end of
their lives, whether sick or other-
wise, are not limited to health care
workers or to voluntary associa-
tions but are a matter for the whole
of society.

In conclusion, care based upon
a relationship and dialogue is
above all else a response to the ap-
peal of a sick person and his or her
family relatives. To take care of
him or her means to accept the re-
sponsibility that we have towards
him or her, it means to affirm the
dignity of the person despite his or
her appearance. This is because he
or she always remains a person.
This approach to care also re-
spects our dignity as custodians of
our brothers and sisters as solidar-
ity-inspired and creative neigh-
bours. It expands our horizons.
How should we organise our con-
cern at an individual and a univer-
sal level? Our work within pallia-
tive care is based upon solid foun-
dations and values that we recog-
nise as being based upon the
gospel and humanism. As Chris-
tians — members of the laity, reli-
gious and priests — we want to en-
sure that there transpires from us
the infinite and preferential love of
God for every person, at the same
time recognising the extreme free-
dom of the Spirit at work in the
other person who calls on us,
transforms us and enriches us.’

Sister MARIE-SYLVIE RICHARD
Medical Doctor,

Director of the ‘Jeanne Garnier’
Institute for Palliative Care,

Paris, France.

Note
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> B. MATRAY, La présence et le respect,
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(Paris, DDB, 2004), p 246.

* M-S. RICHARD, Soigner la relation en fin
de vie, malades familles soignants (Paris,
Dunod, 2003).
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CRISTINA CALABRESI

7.5 Palliative Care: Family Relatives

I am Cristina Calabresi and I am
the President of the Federico Cal-
abresi Foundation, which bears the
name of my deceased husband,
Prof. Federico Calabresi, who was
Consultant in Oncological Medi-
cine at the Regina Elena Institute
of Rome.

The Foundation was established
in 1995. Amongst the activities
that it carries out, of primary im-
portance is the organisation of the
publication of a series of informa-
tion pamphlets for patients and
their family relatives on various
kinds of tumours.

Hitherto, we have produced
seventeen pamphlets. These texts,
published in thousands of copies,
are distributed free in oncology de-
partments in Italy. The purpose of
these pamphlets is to provide a
simple explanation and description
of tumour disease and the possible
treatments to deal with them, to
support patients and their family
relatives subject to an evil that is
often not known about, and to help
them in their journey of co-exist-
ing with this disease.

When a medical doctor commu-
nicates the diagnosis, provides ex-
planations of the illness and the
forms of treatment that can be giv-
en, and supplies information on
possible side effects, the patient
and his or her family relatives can
be disturbed emotionally by the
shocking news of having a tumour,
which, it is generally believed, is
always incurable.

It has always been the case that
what is not known about generates
fear. Cancer, which is often associ-
ated with death, is a word that
frightens people, but a distinction
has to be made between tumours
that are curable and tumours that
are not curable.

Having this small book, which
can be consulted at any moment,
can facilitate contact with the ill-
ness. Information, which is given

before the emergence of side ef-
fects, helps to mitigate the worry
and anxiety that arise when prob-
lems, such as those connected with
chemotherapy and radiotherapy,
emerge.

Using the pamphlet, the patients
and their family relatives appreci-
ate the professional care of med-
ical doctors and associations. The

fact that they find themselves in a
situation that is shared by other
people lowers their feeling of
alarm and helps them to accept the
new reality.

Such information is provided in
a simple and immediate language
that is accessible to everyone, and
in addition the pamphlet is illus-
trated and made less dramatic in its
impact by drawings.

In 2002-2003 our pamphlets
were the subject of a research pro-
tocol called ‘Experimentation on
Information for Patients and their
Family Relatives’ (R. Passalacqua
et al., Cremona) which was carried
out in thirty-eight oncological
structures in Italy. The aim was to

see whether giving information
was of help to oncological patients
and their family relatives. The re-
sults were very positive: 20% of
patients informed in this way ex-
perienced a reduction in anxiety
and depression, and accepted their
illness in a better way.

When the illness reaches a stage
when the patient does not react to
conventional forms of treatment,
one can and one must employ pal-
liative care. The phrase ‘nothing
can be done’ must never be ut-
tered: one can go on giving phar-
maceuticals to sustain the organ-
ism of the patient, engage in pain
reducing therapy, and provide
strong emotional, psychological
and spiritual help and assistance.

Both during the natural course
of the illness and even more when
its deterioration has become irre-
versible, the patient should be seen
within the context and together
with his or her family circle. All
the members of his or her family
should be actively involved in the
development and evolution of the
illness.

In the past, the tendency was to
isolate the sick person and see his
or her family as a burden, but at the
present time, in the most advanced
health care structures, the family is
increasingly involved and its par-
ticipation is seen as being helpful.

During the period, which can al-
so last a long time, when the pa-
tient is at the terminal stage of his
or her illness, he or she needs his
or family members near to him or
her so that he or she can live out
his or her condition in the most
serene way possible, surrounded
by the love and affection of his or
her dear ones.

Faced with the suffering of their
relative, the family members may
experience increasing worry and
anxiety, both because they fear that
they will lose their loved one and
because of the emergence of many
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difficulties — practical problems or
at times economic problems as
well.

In addition, with the deteriora-
tion of the pathology, it may hap-
pen that the patient’s and family’s
friends, because of reticence or an
inability to engage in a relation-
ship, draw away, thereby causing
the isolation of the family, which
runs the risk of closing itself up in
the microcosm of the illness.

For this reason, it is important to
listen to the family relatives, share
their pain, and free them in part
from their worry and anxiety
through participating and effective
support, thereby establishing an at-
mosphere of acceptance, co-opera-
tion and relative serenity.

It is necessary to encourage co-
operation between the health care

staff, which should be suitably
trained, and the family of the pa-
tient. It is useful to humanise to the
utmost this relationship — the sup-
port and the comfort of the family
are indispensable. The patient’s
family, if it is helped in relation to
the many practical and psycholog-
ical trials that it has to live with
every day, will be able to be at the
side of the sick person in the best
way possible, thereby ensuring
that he or she does not feel aban-
doned.

At the present time one may ob-
serve progress being made in some
— the most advanced — hospital
wards, where the fundamental role
of the patient’s family is seen as a
constant factor of help, of material
and emotional comfort, and as ir-
replaceable for the tumour patient.

In conclusion, we hope that the
approach of listening and care in
relation to the patient and his or
her family circle will evolve and
become fundamental in the treat-
ment and care of oncological and
terminal patients, that humanisa-
tion on the part of medical doctors,
specialised nurses, psychologists
and voluntary associations will in-
creasingly spread; and in particu-
lar that this last category will al-
ways, with passion and commit-
ment, fill institutional gaps and
help to spread courage and hope
even in the most difficult of situa-
tions.

Mrs. CRISTINA CALABRESI
President of the Federico Calabresi
Foundation,

Rome.
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7.6 Psychologists and Social Assistants
in the Field of Palliative Care

Premise

The title that was given to my
paper made me reflect. I see this ti-
tle as constituting a small test: psy-
chologists and social assistants are
often put together in the same cate-
gory and examined together. Per-
haps this is a sign that these profes-
sional roles are seen as being not
very distinct and not very clearly
defined. This ‘test’ reveals how in
the field of palliative care in Italy
these two roles still require a more
specific categorisation and defini-
tion.

Psychologists and social assis-
tants run the risk of being relegated
to being optional when the pallia-
tive care unit is subjected to influ-
ences and pressures connected
with the needs and requirements of
the economic budget and by the
tendency to reduce ‘palliative care’
to ‘palliative medicine’. That the
trend is to see them as being op-
tional is also confirmed by the re-
search carried out by the Agency
Regional Health Care Services and
by the Gigi Ghirotti National
Foundation between 2001 and
2003 on ‘the needs of palliative
care’ (www.assr.it). Out of a sam-
ple of 461 people working in the
sphere of palliative care in 31 cen-
tres (hospices, home care, mobile
clinics, day hospitals), 16 psychol-
ogists and 9 social assistants
replied — a very limited number. If
we exclude voluntary workers
from this sample, we have a per-
centage of psychologists of 3.9%.
This figure is confirmed by the re-
sults of a recent census (November
2004) communicated to the press
by the Italian Society for Palliative
Care (SICP): in Italy, out of 5,000
workers in the field of palliative
care, 200 are psychologists (4%).

In this paper I will refer to my
professional experience, to my role

as a psychologist. I am not compe-
tent or professionally qualified to
talk about the role of the social as-
sistant. I would like, however, to
express my esteem for social assis-
tants, their valuable work of medi-
ation between people in the termi-
nal stage of their illness, their fam-
ilies, and institutions. Their activity
is relevant in the process that in-
volves the activation of resources
that are present in the ‘network of
palliative care’, which in Italy is fi-
nally beginning to spread.

My paper on the renewal of psy-
chologists in palliative care is di-
vided into two parts. In the first
part I will summarise the technical
functions that psychologists usual-
ly engage in or should engage in.
In the second part I will dwell upon
certain functions that are not stud-
ied very much and which should be
appreciated so as to promote inno-
vation as regards the role engaged
in by psychologists.

The Technical Functions
of Psychologists
in Palliative Care

I would like at the outset to make
some introductory observations
about these technical functions. In
Italy those psychologists that work
in the field of palliative care may
find themselves in extremely visi-
ble contexts and situations. Indeed,
they may work in hospices and at
the home of patients, or in consul-
tancy centres, hospitals, mobile
clinics and day hospitals. They can
be the integral members of a team
or external specialists who are con-
sulted according to the situation,
where their role runs the risk of be-
ing ‘medicalised’ if they are called
to act only in moments of crisis and
emergency contexts. They can be
qualified only to practice the pro-

fession of the psychologist or they
may also be specialised in psy-
chotherapy. Amongst the experts in
the psychological sciences that can
be encountered in the field of pal-
liative care, there are also medical
doctors who are trained in psychol-
ogy as well as psychiatrists. Given
these different contingencies, we
can identify and list seven main
functions: group supervision; indi-
vidual consultation for workers in
the field; taking part in team meet-
ings; conversations with the family
relatives of patients; conversations
with patients; on-going training;
and research.

1. Group supervision: the psy-
chologist can lead group meetings
of the members of the palliative
care team or volunteers in order to
facilitate the expression of emo-
tions and the sharing of experi-
ences. In this way the psychologist
helps to prevent the syndrome of
burn out.

2. Individual consultation for
workers: the psychologist can offer
support or individual supervision
to workers that belong to the team
who are subjected to special stress
or are in a state of crisis.

3. Taking part in team meetings:
during the team meetings the psy-
chologist can express his opinions
S0 as to improve the assistance that
is provided or tackle a situation
that is problematic at the level of
communications or emotions.

4. Conversations with the family
relatives of patients: the psycholo-
gist can have conversations with
the family as a whole or individual-
ly with a family member during the
various stages of the assistance:
during the initial assessment visit
(usually together with the medical
doctor, the nurse or the social assis-
tant), periodically during the peri-
od of assistance, or during the peri-
od of mourning.
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5. Conversations with patients: in
Italy this function is giving rise to a
debate. Some models of assistance
see the direct role of the psycholo-
gist in the process of patient care as
being of fundamental importance.
Other models, however, exclude
this role. Usually, psychologists in-
tervene directly solely in response
to an explicit request by the patient,
but it is unlikely that this will take
place in cultural contexts where the
psychologist is seen as a ‘doctor for
mad people’ or where suitable in-
formation is not provided to the pa-
tient on the functions and the role of
the psychologist.

6. On-going training: the psy-
chologist can be involved in the
on-going training of professional
workers and volunteers in the field
of palliative care. The aim on the
whole is to refine basic skills and
expertise in the sphere of relations
and communications.

7. Research: scientific research
is activity that has been held to be
fundamental in palliative care ever
since it went beyond the pioneer-
ing stage. The psychologist is
called upon to make his contribu-
tion as a ‘researcher’ both from the
point of view of integrating skills
and expertise in order to achieve
improvements in the process and
outcomes of care and in relation to
specific investigation of the psy-
chological, affective and relational
dynamics that characterise the ter-
minal stage of life.

A New Perspective:
the Psychologist
as a ‘Guarantor’

Let us now broaden the perspec-
tive. We will now consider what I
define as the ‘soul’ of the technical
functions that have just been listed,
that ‘added value’ that makes each
of the previous functions the spe-
cial and exclusive responsibility of
an expert on the psyche who has
been trained over many years of
study of the psychological disci-
plines, work on himself and work
under supervision, in addition to
unceasing learning next to those
who are dying (Ferri, 2001a).

The same integrated and active
presence of the psychologist in the
palliative care team performs a
silent function, but one that is full

of ‘symbolic’ efficacy. The work of
the psychologist thus acquires
symbolic value, the value of being
a dynamic vector of meaning.

We will begin by considering the
psychologist as the ‘guarantor of
complexity’. In 2003 I had occa-
sion to enter into dialogue with the
psychologist Marie De Hennezel
during her visit to the Gigi Ghirotti

National Foundation. This was the
first time I heard the psychologist
of palliative care defined as a
‘guarantor of complexity’ and the
definition was hers. The term
‘complexity’ was used because
nothing can be banal in a situation
of suffering and death. The experi-
ence of illness and suffering cannot
be reduced or simplified. The psy-
chologist has the task of conserv-
ing the value of complexity at a
high level. He must be able to iden-
tify the dynamics that animate var-
ious situations and different con-
texts. ‘Guaranteeing complexity’
means being a sentry and a defend-
er of complexity against reduction-
ist and banalising tendencies, the
tendencies that halt at the surface
when it comes to the questions
posed by a dying person; it means
using one’s own professional ex-
pertise and knowledge as a coun-
terpoint to the impulses towards
excessive simplification, against
everything that forces the wealth of
the ‘qualitative’ to enter the sphere
of the ‘quantitative’, against the
temptation, present in training in
relation to palliative care, to min-

imise, and thereby secondary, the
severe reality of ‘knowing how to
be’, thereby giving way too much
to the seductive standardised re-
productive reality of ‘knowing’
and ‘knowing how to do’.

Marie De Hennezel also spoke
about the psychologist as a ‘guar-
antor of the affective’ within the
palliative care team. He has the in-
struments to be able to understand
when something is wrong in the
team, when the pleasant emotions
that follow the satisfaction of
needs are eliminated by unpleasant
and emotions and sentiments.
Emotions and needs belong to di-
mensions and processes that are of-
ten underground, masked, that es-
cape the knowledge of the workers
involved. The psychologist who
receives from the group the man-
date to be a guarantor of the affec-
tive can play an important role in
preventing the syndrome of burn
out, in preventing conflicts within
the group and in promoting the ex-
pression of pleasurable emotions.

I take from Marie Bernard Chi-
caud (1998) the idea that the psy-
chologist is the ‘guarantor of the
identity’ of a suffering person and
his autonomy of choice. In guaran-
teeing the identity of the person,
the psychologist recognises and re-
spects the uniqueness of his choic-
es, his wishes, and his personal his-
tory. In being the guarantor of
identity, the psychologist fosters
the expression of the authenticity
of ‘being’ in the person, and he will
help the person to protect himself
against labels and identities that are
constructed and imposed by the
cultural context, labels and identi-
ties that want to stigmatise him as a
‘terminally ill person’ or ‘a Karnof-
sky 40’. Guaranteeing identity is
thus in fundamental terms a prac-
tice involving respect for the per-
son, adaptation to his uniqueness:
‘in entering into contact with the
person who suffers’, writes the
psychologist S. Geraci when refer-
ring to his experience in the field of
palliative care, ‘in this attempt to
“become everything for every-
body”, as St. Paul writes, I realise
that I often make myself like water
which takes the form of the con-
tained into which it has been
poured, while transmitting its vital
properties, with respect and discre-
tion’ (Geraci, 2000, p.13).
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The psychologist also has an ex-
traordinary opportunity to en-
counter the ‘reality of relief” and to
act as a ‘guarantor of experienced
relief” (Ferri, 2003; 2004). Pallia-
tive care is not only able to cancel
out all suffering, it can also ‘sus-
pend it’, ‘alleviate it’, and avoid
so-called ‘useless’ pain. Palliative
care, therefore, must be able to
guarantee relief. Each one of us
during the course of our existence
have more than once experienced
such relief, but during care at the
end of life the experience of relief
acquires a more relevant value than
in other circumstances and takes
place much more often than could
appear at first sight. Great and evi-
dent examples of relief exist but
they are rare. Small, discreet, inti-
mate examples of relief are many
in number. More than securing the
achievement of relief (for example
the alleviating effect of a pain-
killing pharmaceutical), the psy-
chologist can guarantee ‘experi-
enced relief’ by fostering in the
sick person and his family relatives
an awareness that they are in a state
of relief because they are experi-
encing such relief. The psycholo-
gist offers a person an opportunity
to recognise and live such relief in
a full way so as to enjoy it while
experiencing it now and hereafter.
Relief that is fully enjoyed and ex-
perienced becomes a fertile terrain
to welcome seeds of hope: ‘if I
have experienced relief now, I can
experience it again in the future’.
Relief opens up the road to hope
and it is the responsibility of the

psychologist to be vigilant and per-
ceive this road in its early state and
share it: ‘hope, in fact, cannot be
given, only shared’ (Brusco, 1995,
p- 127). In my clinical experience
I have observed that the more the
person is aware of, and takes part
in, his own relief, the more he is
able to experience hope and ex-
press an approach of ‘mental open-
ness’ and a confident state of mind.

Basing myself, lastly, on the
thought of Viktor Frankl (1977), 1
believe that a psychologist who
works in the field of palliative care
may also define himself as a ‘guar-
antor of meaning’. The psycholo-
gist who ‘knows how to be’ a guar-
antor of meaning activates in him-
self a skill or better a ‘talent’ that
should be transversal and shared
by all those who offer palliative
care: sensitivity to the spiritual di-
mension of homo patiens (Ferri,
2001b). To be a guarantor of
meaning does not mean being
‘people who suggest meaning’ but
accepting it without prejudices or
rationalizing filters when the as-
sisted person discovers it or tries to
grasp it.

I remember the history of Maria,
aged sixty-eight, a simple women,
physically very small, alone, who
had left her village in Sardinia
when she was very young to come
to Rome and do humble jobs. For
years she lived accompanied by
the suffering due to her illness, to
nineteen operations, and to who
knows how many cycles of

chemotherapy. It was a gift of my
professional and human life to

have the opportunity to accompa-
ny her during her last three years
until she died. On more than one
occasion I asked myself what
meaning life had for this women,
but I posed the question in silence,
after every visit to her home or af-
ter every telephone call. Maria
complained about her pains during
the first five minutes of the meet-
ing and then addressed other sub-
jects; she always had caring ques-
tions about those who were look-
ing after her. She said that she
loved all her ‘angels’, all the pro-
fessionals and voluntary workers
that surrounded her. Pain, which it
was difficult to control with drugs
and medicines, tormented her day
and night but her balanced groans
reminded her of much loving hu-
man warmth which she repaid
with an infinite series of ‘I love
you, you are angels, my angels’.
For the first time in her life Maria
felt surrounded by people who
were taking care of her. It was a to-
tally new experience for her. It was
specifically from her grave condi-
tion of illness that Maria drew the
fact that she ‘felt important’. In be-
ing taken into consideration as a
cancer patient she found a new
meaning to her life, I was with her
to steward this meaning with re-
spect that was sacred, new, and
valuable, so as to legitimate it,
keep it alive, and guarantee it.

Dr. VITO FERRI

Psychologist, Psychotherapist, Sociologist,
Gigi Ghiotti National Foundation,

Milan, Italy.
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RAYMOND ZAMBELLI

7.7 Voluntary Work: a New Approach
to Pastoral Care in Relation to Palliative Care

‘Lourdes: you mean the sick!’.
This is a phrase that is often heard.
And immediately people then add:
‘the sick are the responsibility of
male and female nurses’. It is true
that the Sanctuaries of Our Lady in
Lourdes are perhaps the only place
of pilgrimage in the world to re-
ceive eighty thousand sick and dis-
abled pilgrims every year, as well
as the two hundred thousand male
and female nurses who accompany
them, welcome them and serve
them. With this very high level of
pilgrimage, Lourdes is at the same
time a lighthouse of voluntary
work at the service of those who
suffer.

One cannot fail to observe that
when a man or a woman is struck
by illness and goes on a pilgrimage
to Lourdes, this is an initiative that
is not directly linked to a policy of
palliative care. This is an evident
point. And thus one should not for-
get that at the end of the nineteenth
century the initiative of the first
sick pilgrims who went to Lourdes
was an extraordinary practice. All
forms of treatment and care were
stopped, the person who suffered
was only advised to engage in
those forms of treatment and care
that was needed for his or her com-
fort, and he or she was left in the
hands of volunteers whose only
forms of care were to enable that
person to engage in the experience
of a pilgrimage to the grotto of
Massabielle. Thus, in studying this
rather unknown aspect of Lourdes,
can one not see a practice that pre-
figured those forms of palliative
care that we know today? But to
follow this line of inquiry would
lead us outside the parameters of
the subject that I have been asked
to address in this paper.

In the light of what has been ex-
perienced at Lourdes, I will now
outline the profile that could be

that of a voluntary worker in a pal-
liative care unit with reference to
the question: ‘who is a voluntary
worker?’ I will then attempt to de-
fine the action of such a volunteer
in a palliative care unit by answer-
ing the question: ‘what does this
voluntary worker do?’ Lastly, and
always basing myself on what I
have witnessed and experienced at
Lourdes, I will propose a few
guidelines which will allow each
volunteer who works in a pallia-
tive care unit to deepen his or her
knowledge and practice of his or
her service.

Who is a Voluntary
Worker?

The wise communications that
you have listened to over the last
three days allow me to state at the
outset what a voluntary worker in
a palliative care unit is not.

This volunteer is neither a med-
ical doctor nor a member of the
staff that provides care and treat-
ment. And if this volunteer has
some expertise in the sphere of
medicine, this is not the qualifica-
tion that lies behind his or her pres-
ence within the palliative care unit.
Therefore, he or she is not a part of
the staff that provides care and
treatment, by any qualification
whatsoever, and yet the physical
health of the sick person to whom
he or she is near directly concerns
him or her. The voluntary worker
is not a psychologist and yet the
psychological health of the person
that he or she is accompanying is
important for him or her. He or she
is not a medical-social assistant
and yet what these special actions
on behalf of the sick person in-
volve are important for this volun-
tary worker.

In the same way, the volunteer

under discussion is not a priest.
And yet this voluntary worker at-
tends to the spiritual health of the
sick person and that person’s ulti-
mate purpose. This voluntary
worker is not a male or female re-
ligious and yet he or she wants to
help the sick person by imple-
menting a Christian approach to
the end of life.

The volunteer who is present
within a palliative care unit is not
necessarily a member of the sick
person’s family; he or she is not
necessarily or a friend or a neigh-

bour of the patient. And yet he or
she cares about the affective health
of the sick person to the point of
wanting to do everything that is in
his or her power to foster a rela-
tional climate in the best way pos-
sible.

Thus the voluntary worker is not
a specialist in one of the aspects of
the sick person’s condition. On the
contrary: he or she is more a gen-
eralist who is interested in the sick
person considered as a whole.
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Indeed, the voluntary worker is
present within a palliative care unit
because a man who suffers and
whose days are threatened is also
present in that unit. At the moment
when death inexorably advances
in the body of the sick person, the
voluntary worker is next to life. He
or she is an apostle of life and re-
calls with his or her person the
mystery of life, its beauty and its
value.

A voluntary worker is what the
term means in French (Bénévole),'
that is to say a person who wants
the good of another person. He or
she wants what is best for other
people. And this takes place with
total self-giving and in a selfless
way. He or she receives neither a
salary nor a wage nor a payment.
He or she is there to give his or her
time, his or her person, in order to
give of himself or herself by ac-
companying the sick person.

In order to define a voluntary
worker who is present within a
palliative care unit in positive
terms, one may say that he or she is
a person of a relationship, a rela-
tionship based upon the choice in
favour of ‘life’ that is anchored in
the defence of ‘man’ and the wish
to help man to live until his last
breath. The relationship of accom-
panying the person who suffers
thus also becomes a relationship
with the other people who sur-
round the sick person.

The person of the relationship
of accompanying, the voluntary
worker, is not, however, only the
service that he or she provides. In-
deed, the voluntary worker is to
begin with a member of a team of
volunteers who accompany, a
team that can be replaced by an as-
sociation or a service of the
Church.

And yet it is under this heading
that the voluntary worker most of-
ten acts. He or she thus has a life
that is bound up with voluntary
work. He or she is motivated by
faith, guided by ethics, and is at the
service of a belief. Prayer, reflec-
tion, training, and sharing help to
make him or her what he or she is.
Then, in his or her capacity as a
voluntary worker, he or she forms
a part, in varyingly explicit ways,
of the team that surrounds the sick
person who is receiving palliative
care. Next to the medical doctors,

to the staff involved in providing
care and treatment, and other
forms of intervention, the volun-
tary worker is there because of
what he or she is.

What Does the Voluntary
Worker Do?

In a palliative care unit, there-
fore, the voluntary worker is
someone who accompanies a sick
person who has arrived at the end
of his or her life — the voluntary
worker thus accompanies a person
who suffers. He or she dwells in
that person’s company. He or she
keeps that person company. In a
certain sense, he or she shares
bread with the person who is his or
her companion: the bread of suf-
fering, the bread of need, and the
bread (very often) of anxiety.
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In order to do this with the per-
son that he or she is accompany-
ing, the volunteer enters into the
rhythm, the step, and the level of
the sick person. The voluntary
worker is careful to reach the oth-
er person in that person’s reality,
in that person’s capacity, and in
that person’s expectations. The
voluntary worker imposes noth-
ing; he or she accompanies. The
voluntary worker does not impose
himself or herself; he or she is a
presence. He or she does not dis-
pose of the other person; he or she
gives the sick person pride of
place.

This accompanying is made up
of readiness to help, of respect, of
discretion and of listening. A priori

this makes the sick person feel
more important than the voluntary
worker.

In this approach, the voluntary
worker ensures a quality in the re-
lationship whose every moment is
valuable because life itself is
priceless. Thus accompanying
does not only involve a form of as-
sistance that would lead to a uni-
lateral relationship. One is not
dealing, therefore, with a relation-
ship in which one person is active
and another person is passive, but
rather of a relationship that is an
encounter between two people.
But it is certainly the case that this
relationship is not easy to initiate
given that the lack of symmetry
between the two figures is more
than evident. Indeed, one of these
two people is characterised by the
strength of the other rather than by
his or her weakness. Thus the ac-
companying of a person who is
living out the last period of his or
her life in a palliative care unit can
be like a part of the relationship
that exists between a parent and a
small child or between a teacher
and a young pupil. This is a rela-
tionship that should be seen from
the perspective of time, a relation-
ship where the person who is in a
dominant position should be con-
cerned to apply to the present (but
transitory) situation the words of
John the Baptist ‘He must grow
and I must diminish’.

This encounter between the vol-
untary worker and the sick person
is itself inscribed within a history.
Time rediscovers its importance
because each visit refers to the pre-
vious visit and already determines
the next one. Duration allows trust
to become established. Each party
can then begin to be what he or she
is beyond his or her own weak-
ness, weakness, fragility or precar-
iousness, for the other person and
beyond his or her own necessary
reserve, in a relationship that in-
volves indispensable modesty and
immense respect for the other per-
son.

Thus slowly but truly entering
into the reality of his or her own
humanity that is wounded to the
point of bringing about death, the
sick person can live in a better way
the present moment in the light of
the last moment. This is because,
at this stage of the relationship, the
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prospect of death is no longer what
hinders, what neutralises, what
paralyses, in a word what inhibits
living. On the contrary: this in-
eluctable date of death is in a cer-
tain way what makes the person
live by appreciating the present
moment in its right and infinite
value. For his or her part, the vol-
untary worker then enters the stage
where he or she, too, can give the
best of himself or herself.

Thus, at this stage, the relation-
ship of the accompanying of a liv-
ing person until the end of his or
her life in a palliative care unit can
take on a new dimension. Indeed,
the encounter that the voluntary
worker and the sick person experi-
ence opens up to each one of them
the capacity to experience still oth-
er encounters.

The voluntary worker will find
his or her place in the accompany-
ing team reinforced and this role
will take on all its weight. He or
she is now a member to the full of
this team. The same voluntary
worker will be appreciated by the
family entourage of the sick person
not only because of his or her
readiness to help, his or her devo-
tion, and his or her kindness, but
also because of what he or she real-
ly is. By now the voluntary worker
will form a part of their history and
when death has done its work he or
she will still be remembered and
they will feel and manifest grati-
tude and kindly feelings towards
that voluntary worker.

For the sick person, this stage of
the relationship, which opens up to
encounter with other people, will
allow him or her to have another
look at the people that surround
him or her as well as all those peo-
ple that have been important dur-
ing his or her life. Another kind of
relationship can then begin. This is
the moment when the forgiveness
to be given and to be requested be-
comes possible. This is the mo-
ment when the sick person who
has arrived near to death can en-
gage in truth in relation to his or
her life. This, for that matter, can
be given practical expression in a
simple way: some special gesture,
some precise words, can be suffi-
cient to experience a real liberation
that is a relief for the conscience
and peacefulness for the depths of
the heart.

As the relationship between the
voluntary worker and the sick per-
son grows deeper, the sick person
becomes unified. His or her past,
his or her present, and his or her
future, can be taken on in God.
This is because they are taken on
by Christ who is present in the re-
lationship.

Because of his or her relation-
ship with the voluntary worker, it
will be less difficult for the sick
person to consider the future, that
is to say to speak about his or her
death as an encounter with God.
Thus, because of the character of
the relationship that he or she has
formed with the sick person, the
voluntary worker can prepare the
sick person for his or her en-
counter with God. The relationship
with the sick person for the volun-
tary worker is openness to Christ
and thus Christ himself can pre-
pare for that great passage the per-
son who, in his or her death, will
experience the encounter for
which God created him or her.

This is the special place for a
voluntary worker who belongs to a
palliative care unit and knows that
within it he or she is never alone.
Indeed, each person, in his or her
own way, with his or her own
means, and with his or her exper-
tise and implications, is near to the
person who suffers.

But in a certain sense a volunteer
is a person who captures all the
good intentions of the other people
who are involved in looking after
and caring for the sick person. In
this, the role of the voluntary work-
er is unique and necessary.

How Can the Service
of the Voluntary Worker
be Improved?

It is the communal dimension of
his or her service that allows the
voluntary worker to make progress.
He or she will never cease to re-
ceive a necessary training from the
Church. From his or her group the
volunteer will receive unceasingly
a touch that must always be re-
fined. From the palliative care unit
to which he or she belongs the vol-
untary worker will increasingly
learn about the truth and the humil-
ity of his or her action.

But this is only possible through

the personal life of the voluntary
worker. The relationship of the
voluntary worker with Christ and
the authenticity of his or her Chris-
tian life conditions all of his or her
action. The relationship of the vol-
untary worker with life, which is
made up of amazement and the
work of grace, will allow him or
her increasingly to be a loving and
zealous servant of life. Lastly, the
more his or her desire for holiness
grows, the more he or she will be
able to make present He who is
Holy. The voluntary worker will
also allow the person who is sick
and is preparing to die to enter —
when God so wishes it — that expe-
rience of healing and true sanctifi-
cation that Christ came to bring us
— the Resurrection.

Conclusion

I am grateful to one of my broth-
ers of Lourdes, Padre Régis Marie
de la Teyssonniere, the chaplain
general of the Hospital of Notre-
Dame of Lourdes, for having pro-
vided me with some incisive notes
on the subject that I have ad-
dressed here before you.

In speaking about the relation-
ship of the voluntary worker with
the sick person in a palliative care
unit, I also think of all those male
and female nurses at Lourdes who
accompany the sick pilgrims to the
end of their lives with so much gen-
erosity, devotion and self-denial.
This is true of the context of the
French pilgrimages, of the ‘Lour-
des Cancer Hope’ of the Italian pil-
grimages, and of the pilgrimages of
UNITALSI. Indeed, the voluntary
workers of Lourdes live out the fol-
lowing words of Bernadette
Soubirous: ‘It is such an honour to
look after a sick person that one
does not expect any other reward’.
These are words that can help every
voluntary worker who is active in a
palliative care unit.

Rev. RAYMOND ZAMBELLI
Rector of the Sanctuary
of Our Lady of Lourdes, France.

Note

' The French word ‘Bénévole’ cannot be
translated into Italian. The literal translation
from the French is ‘he who wants good’.
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