A key ethical dilemma in clinical

practice in palliative care in Spain

includes merging long-standing

cultural traditions with advances

in the care of terminally ill patients.
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Cultural Issues and Ethical Dilemmas in
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Juan M. Nunez Olarte, MD, PhD, and D. Gracia Guillén, MD, PhD

Background: The concept of palliative care differs according to cultures and traditions. In Spain, palliative
care programs have expanded in recent years. The European Commission Research Project in Palliative Care
Ethics has sponsored ongoing research to analyze and clarify the conceptual differences in providing palliative
care to patients in European countries with diverse cultures and backgrounds.

Methods: The authors present key ethical issues in clinical practice in palliative and end-of-life care in Spain
and how these issues are influenced by Spanish culture. They discuss typical characteristics of the Spanish
conceptual approach to palliative care, which might be relevant in an even larger Latin palliative care context.
Results: The cultural tradition in Spain influences attitudes toward euthanasia, sedation, the definition of
terminality, care in the last 48 hours of life, diagnosis disclosure, and information. The overall care of
terminally ill patients with an Hispanic background includes not only the treatment of disease, but also the
recognition and respect of their traditions and culture.

Conclusions: The Spanish palliative care movement has shifted its focus from starting new programs to
consolidating and expanding the training of the professionals already working in the existing programs.
Although there is a general consensus that a new philosophy of care is needed, the interpretation and
application of this general philosophy are different in diverse sociocultural contexts.
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Introduction

The expansion of palliative care programs in Spain
(as in the rest of Europe) in recent years has been suc-
cessful in terms of coverage of the target population
and opioid consumption. This success, however, has
occurred at the expense of deficiencies in the training
of professionals and the scarcity of fully comprehensive
palliative care systems. A balance has developed with
an almost equal distribution of resources between
home care and inpatient services, despite a strong ten-
dency in recent years to prioritize domiciliary care in
the wake of policies that limit health expenditure.?

At this time, 206 palliative care programs are avail-
able in Spain, a country with a population of approxi-
mately 40 million inhabitants. A total of 1,729 full-time
health care professionals (including close to 300 physi-
cians) work in these interdisciplinary teams. The exist-
ing programs are caring for 17,484 new terminally ill
patients who remain at home and 20,972 hospitalized
patients. More than 40% of all cancer deaths occur
within palliative care programs.2

The development of palliative care in Spain has had
distinct peculiarities. The concept of care is not intem-
poral and universal, but rather it is related with the cul-
tural and historical roots of a society. Caring differs
depending on the context. Currently, there is a general
consensus in our societies that a new philosophy of
caring is needed, underpinning the emergence of “pal-
liative care” However, the interpretation and applica-
tion of this general philosophy are different in diverse
sociocultural contexts. The recent controversy in the
United States involving the terms hospice and pallia-
tive care highlights the fact that there are distinct orga-
nizational models of delivering end-of life care around
the world that are influencing the American debate.?
The differences between the old American “hospice”
approach and the Canadian and European “palliative
care” approach are summarized in Table 1.

The term culture could be defined as the set of
beliefs, knowledge, art, morals, laws, customs, and any
other habits or dispositions acquired by a human being
as a member of a society. It is outside the scope of this
article to give an overview of Spanish culture as a
whole, but we will focus on the distinct nature of the
bioethics school of thought in Spain compared with
that in the United States.

In the canonical scheme of American bioethics, out
of the four basic ethical principles (ie,autonomy of the
patient, beneficence, nonmaleficence, and justice),
autonomy and beneficence receive absolute priority.
Beneficence is impossible without autonomy, and thus
justice has only a compensatory role. From a European
perspective, the basic theoretical underpinning of
American bioethics is clearly utilitarian. On the other
hand, the Spanish and Continental European tradition
relies heavily on European philosophy that has, for
most of the time, believed that there are absolute prin-
ciples in which to ground morals. Therefore, there are
absolute obligations prior to the empiric autonomy of
the individual, and these may be synthesized in the two
basic ethical principles of nonmaleficence and justice.

In Spain and other countries with a Latin cultural
background, the palliative care movement has devel-
oped some distinctive features perceived not only in
the approach to bioethics mentioned earlier, but also in
the role played by families of the terminal patients and
in the attitude toward information and diagnosis dis-
closure that is clearly different from the Northern-Euro-
pean or Anglo-Saxon model. Although religion is no
longer the relevant force generating these differences, a
certain image of the world (and of the life and death
cycle) that could be considered “Catholic” prevails in
Spain. A predominantly external locus of control
(LOC), a psychological construct by which we attempt
to define the views of any given individual about the
factors affecting events in his or her life and capability
of influencing them, is a key part of this image. When

Table 1. — Differences Between the Old US Hospice Approach and the Canadian/European Palliative Care Approach*

Differences Hospice
Beginnings of the movement
Hospital involvement Low
Physician involvement Low
Mainstreaming into academic medicine Low priority
Economics

Programs other than home care

Grassroots at the community level

Independent affiliation, donations

Free-standing inpatient hospices

*These differences have been overemphasized for the sake of clarity in this table.

Palliative Care

Existing health care system
Extensive

Extensive

High priority

Public health care

Specialized hospital palliative care units
and support teams
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viewed as ideal types,an internal LOC involves a report-
ed perception that life events and circumstances are
the result of an individual’s own actions, whereas an
external LOC includes the perception that life events
and circumstances are beyond a person’s control.’
These cultural remnants of previous religious attitudes,
which we perceive as influencing health care and pal-
liation, differ from the “Protestant”ways predominant in
North America or Northern Europe, where internal
LOC is the norm.

A Nonhospice Tradition

In Spain, as in all other predominantly Catholic
countries, the term hospice has negative connotations.
The Spanish word for a hospice inpatient (hospiciano)
still denotes either extreme poverty or orphanage; in
Spain in the 18th century, hospices took the responsi-
bilities of alms houses and prisons for the poor, and in
the 19th century and the first half of the 20th century,
hospices were involved in caring for orphans.®

This nonhospice tradition was assumed as a char-
acteristic of the Spanish model by the first document
on palliative care written by the Spanish Association for
Palliative Care (SECPAL) in 1993, and it was endorsed
by the National Ministry of Health.” The first assump-
tion of the document was that hospices had no room in
Spain. The document also describes the Spanish pallia-
tive care model as based on palliative care units, sup-
port teams, and home care, not in classic hospices. The
present census of palliative care programs in Spain
bears witness to the previous assumption.2

The National Health Care system has taken the lead
in the field of palliative care in Spain. The pioneering
palliative care units were located mainly in tertiary aca-
demic institutions, where the term hospice might have
been misinterpreted as a “second-rate quality” type of
medicine. In this sense, the Spanish model is more
closely related with the Canadian approach as envis-
aged by Mount® when he coined the term palliative
care than with the British “hospice” tradition. Perhaps
this proximity in concepts has to do with the Catholic
background of Quebec that similarly associates the
term hospice with negative connotations. In the early
stages of development of palliative care in both Canada
and Spain, the same predominance was given to pallia-
tive care in tertiary hospitals seeking to mainstream
effectively into academic medicine.! This differs from
the British and American hospice that started as a grass-
roots movement outside the hospital and academic
environment. Certainly both the Canadian and Spanish
experiences benefited enormously from the work of
the British and American hospices.
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Pain Relief and Sedation vs Euthanasia

The Catholic tradition perhaps also influences
other characteristics in the delivery of palliative care
in Spain. One such influence involves the rejection of
active euthanasia and the widespread acceptance of
pain relief to the point of sedation, even in cases
where death might be accelerated. Within the
Catholic tradition, the Thomistic “principle of double
effect,” broadly developed by the Spanish “School of
Salamanca” in the 16th century, is commonly used by
Spanish physicians to support the use of analgesics
and sedatives.® The Spanish Deontology Code, writ-
ten by the Spanish Medical Association, includes the
following statement?°:

The physician will never intentionally provoke the patient’s death,
neither voluntarily nor at the request of the patient or relatives or due
to other any other reasons. Euthanasia or “compassionate homicide”
is contrary to medical ethics.

In case of incurable or terminal disease the physician should limit his
intervention to the relief of physical and moral pain of the
patient...promoting quality of life...and avoiding hopeless, futile and
obstinate therapeutic interventions. The physician should attend the
patient until the end paying due respect to human dignity.

The general acceptance by professionals and soci-
ety at large of sedation for the relief of pain and suffer-
ing, in the context of impending death, has led in the
past decades to the use and abuse of the so-called “lytic
cocktail” (which combines chlorpromazine, meperi-
dine, and promethazine) in France!! and also in Spain.
The intention in these cases was not only to relieve
pain but also, in some cases, to accelerate the process
of dying. Interestingly, in both countries the develop-
ment of palliative care has resulted in the disappear-
ance of the “cocktail,” although it might have been
replaced by new sedative drugs. Research around this
sensitive issue is already underway,*2® and there is a
growing consensus on the current perception that the
ethical dilemma is not “euthanasia — yes or no” but
“sedation — when and how””

The need to sedate for reasons other than the
management of purely physical symptoms (eg, pain,
dyspnea, and delirium) is also a common occurrence
in palliative care in Spain. Psychological distress due
to the peculiar cultural way of coping with terminal
disease in Spain, where denial and rejection of diag-
nosis disclosure are prevalent, is at the heart of this sit-
uation.** In a recent comparative international
study,*> 22% of patients in Spain needed sedation for
uncontrolled symptoms in the last week of life, which
was similar to the other groups and published data.'®
However, a Spanish palliative care unit was notable
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because the reasons for sedation were strikingly
unique; a high percentage of sedations were due to
psychological and or family distress, as were also the
large doses of midazolam needed in Spanish patients
to put them to sleep, suggesting previous exposure to
benzodiazepines in order to manage anxiety.'® A fur-
ther extension of this collaborative research has com-
pared the cultural coping mechanisms at work in two
similar palliative care units in Canada and Spain. Pre-
liminary data from this study suggest that somnolence
and confusion are not relevant issues for a large per-
centage of Spanish patients and families, whereas the
decrease in the patient’s capability to be autonomous
induced by these two symptoms is resented in the
Canadian environment.’

In trying to explain this evidence, we must
acknowledge that remnants of past attitudes towards
death remain within us. The traditional way of dying,
the so called “Spanish death,” continues to be influen-
tial.® Some interesting data on the high prevalence of
sedation for symptom management in Italy, a country
with similar Catholic traditions and background,
might have a similar explanation.*® It is also interest-
ing to note that only a minority of Italian general prac-
titioners endorse euthanasia or assisted suicide. In
common with physicians in other countries, agree-
ment with the practice of euthanasia is correlated
with non-Catholic religious affiliation, inexperience in
treating terminally ill patients, and the burnout dimen-
sion of depersonalization.?

In summary, within the predominant Spanish cul-
ture, an intervention with the direct intention of
either accelerating death or killing the patient is con-
sidered morally wrong, but using sedation for the
relief of physical or spiritual pain is not. The first
moral duty is to comfort patients, not inform them
about their prognosis, which implies that informed
consent is not an important issue. It also implies that
unconsciousness, either disease-induced or drug-
induced, is generally perceived as the “best way out,”
especially when patients are aware of their prognosis,
and regardless of whether life is shortened by the use
of these drugs. This issue might be one reason why
palliative care has been well received in Spain. On the
one hand, since it links with existing cultural tradi-
tions, politicians and administrators are convinced
that introducing palliative care programs is the best
way of interpreting the actual wishes of the people
and thus improving the quality of end-of-life care
through better management of pain and suffering. On
the other hand, these same politicians are probably
convinced that developing palliative care is also the
best way to avoid the politically difficult and disturb-
ing debate about active euthanasia.
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The Definition of “Terminality”:
The Tradition of the Agonia

The definition of palliative care by the World
Health Organization (1990) and of palliative medicine
when the medical specialty was accepted in the United
Kingdom (1987) are widely quoted in Spain. Never-
theless, the most commonly used definition in Spain
was coined by the Spanish Association for Palliative
Care in 1993,7 and it is actually a definition of the stage
of “terminal disease” that is susceptible of being man-
aged with palliative care. Five conditions are required
for a disease to be considered terminal and therefore
appropriate for palliative care: (1) progressive, incur-
able, advanced disease, (2) lack of a reasonable possi-
bility of response to active specific treatment, (3) mul-
tiple problems or symptoms that tend to be intense,
multifactorial, and changeable, (4) high emotional
impact in the patient, family, and team that is related,
explicitly or not, to the proximity of death, and (5)
expected survival of less than 6 months. The document
continues as follows”:

This complex situation demands much attention and support,and we
should respond adequately. Cancer,AIDS, motorneuron diseases, spe-
cific organ failure (renal, cardiac, hepatic...) fulfill the previous crite-
ria up to a certain degree in the final stages of the illness. Classical-
ly the care of the terminal cancer patient has been the raison d’étre
of palliative care. It is ESSENTIAL not to label as terminal a patient
potentially curable”

The definition also describes comfort as the main
objective. The basis of the therapeutic approach is inte-
gral care, patient/family as a unit of care, promotion of
autonomy and dignity, active therapeutic approach, and
care of the therapeutic milieu. The basic therapeutic
tools are symptom control, emotional support, honest
communication, organizational changes, and a multidis-
ciplinary team. This definition merits further discussion.
It was born after the beginning of what we have called
the universalization period (1992-1998)! of palliative
care in Spain, but the authors of the definition were the
pioneers who actually initiated the institutionalization
of the movement. It is remarkable how focused and
operational the definition is compared with the two
standards mentioned previously. It includes a descrip-
tion of the symptoms and a time frame, and it embraces
several illnesses but gives the priority to cancer.

The concerns of the authors can be detected by
the emphasis on avoiding mistakes on diagnosing “ter-
minality” and the avoiding the term “spiritual” in the
definition (a sensitive issue in the early stages of the
development of the SECPAL). Honest communication
is encouraged, but there is no mention of information
of prognosis.
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The use of terminal disease instead of palliative
care for the definition was a deliberate choice to find a
common ground with nearby medical specialties and
to avoid being mired in discussions on the birth of a
new specialty. Nevertheless, there are probably other
reasons behind this unique way of starting a palliative
care movement.

The issue of “terminality;” ie, the diagnosis of when
a patient is actively dying and facing an impending
death, has been of overriding importance in Spanish
tradition. Starting in the late Middle Ages, treatises on
the art of “dying well” (Ars moriendi) became popular
in Spain and other Catholic countries, with their suc-
cess in Spain enduring well into the 18th century.
These books explained the events taking place during
the last days of life and also later, while the corpse was
decomposing. The purpose was to accept death and
even wish it, as ending life was the way to reach eter-
nity and behold God. This approach to death is the
basis of what has been called the “Spanish death,” exam-
ples of which were the deaths of the emperor Charles
I and his son Philip 1l in the 16th century. The Spanish
artistic heritage has many examples of its classical
iconography of death — the “Vanitas” or “Postrimerias”
style of painting.'®

Key to understanding this tradition is the roles
played by the family, physician,and confessor. One trea-
tise, published in 1537, states the following?':

Those relatives (gathering around the dying patient) should be nei-
ther wife nor children nor father nor mother, because those do not
help in avoiding temptations, even more, with their great passion in
considering what they are losing they even increase the agonia...
those companions should be two or three friends, very catholic,
discreet and charitable... and above all, as soon as the physician is not
trusting the patient’s health, they should take from him any further
hope of corporeal life.

Confession, last wills, and proper burials were
important. However, defining when the agonia had
started was essential because it identified when the
physician and relatives would depart and friends and
priest would step in. Agonia was defined then as “the
space of time that takes place between the clouding of
the senses and the departure of the soul from the
body"*® There is no English word to compare with the
term agonia. Agony means intense suffering and prob-
ably reflects a Protestant tradition, while the standard
textbook in Spanish medical terminology still defines
agonia as “the state prior to death in those instances in
which life extinguishes gradually”

These past attitudes toward death and dying sur-
vive today in Spain, but they are culturally rather than
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religiously driven. Elderly dying patients still reject
the support of their relatives but no longer request
“Catholic and pious”friends, and palliative care teams
in Spain must deal with the grief and guilt in young
relatives who are no longer attuned to these old
ways. Patient simply lie down with their back facing
the door and reject any invasive therapeutic or psy-
chological procedures by the team. They always give
a clear message to some relative or caregiver that
they are actively dying. Recovery from agonia is
almost nonexistent, except in rare cases where there
is relevant unfinished business (eg, a relative who has
yet to arrive before the final departure).

Diagnosing agonia today still sends a clear mes-
sage: that death is impending, that confusion or som-
nolence is acceptable (even preferable), and that
invasive procedures must be avoided. Agonia is a
useful tool for palliative care teams in Spain as it
allows a “breathing space” in which families prepare
to witness the death of their relative within the next
48 hours. Standard Spanish textbooks in palliative
care have a chapter on care in the state of agonia,
which replace the usual Anglo-Saxon chapter on the
last 48 hours of life.23.24

In the early years of the movement, some Span-
ish authors attempted to challenge SECPAL’s defini-
tion of palliative care. One of these alternative defi-
nitions actually pushed the boundaries of what was
termed the “preterminal phase” up to almost the sit-
uation of agonia. In the view of these authors, the
“terminal phase” could be diagnosed only when the
expected survival was less than 2 months, perfor-
mance status as measured by Karnofsky’s scale was
less than 40%, organ failure was documented, and
irreversible end-stage complications were evident.?s
The authors introduced diagnosis criteria for the
last 48 hours of life or agonia in their definition of
“terminal disease.” In doing so, they were expanding
the indications of palliative chemotherapy up to the
onset of death, as they considered it to be indicated
in the preterminal phase. On the other hand, in light
of Spanish tradition, it seems appropriate that the
discussions were centered on the issue of terminali-
ty. Another factor at that time contributing to this
alternative definition was the religious background
of some of the authors.

Over time, institutions and associations not nec-
essarily linked with the pioneering stages of the
SECPAL have endorsed its definition in their own
documents.?6?” The Spanish Association for Pallia-
tive Care is building on this recognition and is begin-
ning to present policy documents on accreditation
and training.?82°
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Information and Diagnosis Disclosure

The Spanish palliative care movement has champi-
oned the revision of the long-held assumption that diag-
nosis disclosure and open information are always in the
best interest of the patient. Colleagues from other
countries are often surprised to learn that in Spain —
and in other nations similar in culture — a cancer
diagnosis is not always transmitted to our patients.30:3!
The treatment and prognosis of the disease in Spain, as
well as the degree of development of oncology and
palliative care, are similar to those in other neighboring
countries. Are patients, their families, and physicians
different in Spain? Are transcultural differences the
basis for the dissimilarity? Is there a foreseeable change
of attitude in the future?

A recent paper reviewed all research evidence
available related to the subject in Spain.®> The word
cancer or its semantic equivalents are frequently omit-
ted when the patient is present. The patient does not
ask whether it is cancer, and the physician does not
specify the exact nature of the illness. Justifying this
avoidance as a matter of comfort or lack of courage
would be incorrect; the issue is much more complex
in that there is a tacit agreement not to discuss cancer.
The culturally established modus operandi obliges the
health care professional to be discrete and to offer min-
imal information when discussing cancer.

From the studies available, it is estimated that 25%
to 50% of all patients in our environment are informed
of their diagnosis. Even in these cases, however, the
information is neither direct nor unquestionable. One
study has examined the anxiogenic weight of the terms
cancer and tumor in patients and showed that, con-
trary to similar studies in other countries, the word can-
cer is associated with rejection, increased psychological
distress, and extremist and stereotyped responses.3?
However, a significant percentage of patients in all stud-
ies in Spain suspect — or are even subjectively certain
of — the true nature of their disease in spite of the
absence of information, thereby increasing the propor-
tion of patients who do know about their disease to
more than two thirds. This degree of suspicion does
not mean that suspicious patients want to know. In
assessing the degree of knowledge of a diagnosis and
the attitude toward that information, several Spanish
studies reported that the majority of uninformed
patients do not want to receive additional informa-
tion.3*% The demand for information is not uniform in
our society; younger patients are more likely to want
an open discussion. This statistically significant piece
of evidence suggests that change is occurring, and it
highlights the dynamic character of communicating the
truth in our environment.
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A majority of Spanish families (61%-73% of all
cases) are opposed to informing the patient, which
determines to a great extent the information given to
the patient. As for Spanish physicians, the debate con-
tinues on whether it is appropriate to permit the estab-
lished situation. One seminal study®* showed that
patients who were informed benefited psychologically
in several areas. The problem is how to inform a patient
who is not willing to be informed. Furthermore, anoth-
er study®® reported that those physicians and nurses
with greater experience are more reluctant to habitual-
ly communicate the diagnosis to oncologic patients,
perhaps because they are closer to the patients. A sim-
ilar trend can be detected in the Spanish palliative care
movement, which is no longer wholeheartedly sup-
porting open diagnosis disclosure as it used to do in its
early years.

Respect for individual and cultural differences in
attitudes towards death and dying is considered an
essential aspect of appropriate care for terminally ill
patients. Adequate supportive care of patients with
advanced diseases includes the decision of whether to
disclose the diagnosis to the patients. In recent years,
there has been a trend toward uniformity in Western
society regarding candor and straightforwardness with
patients. Truth disclosure is fast becoming the accept-
ed pattern to younger generations of Western physi-
cians trained under the influence of Anglo-Saxon mod-
els of medical practice. Conversely, published
research?” indicates that there is no common “European
perspective” on this issue.

Spain is not alone in the “cultural continent” gradu-
ally emerging in the English literature confronting the
Anglo-Saxon “cultural continent” (United Kingdom,
United States, Northern Europe, Canada, Australia, and
New Zealand) that up to now has provided the majori-
ty of patients mentioned in literature in English about
truth-telling. Studies in Italy,3¥4! Greece,*? the former
Soviet Union,* Latin America,* Japan,*> and the Philip-
pines* report results similar to Spanish results. Fur-
thermore, recent studies in Australia*” and the United
States*® show that there is more than is apparent in
truth-telling societies. The US study by the National
Hospice Foundation in 19994 noted that 50% of Amer-
ican adults will rely on family or friends to make end-of-
life decisions, though many have not talked about plans
with loved ones. Also, the proportion of American
adults who are unlikely to discuss impending death
with parents is 28%, which is higher than the propor-
tion of those who are likely to discuss the topic of safe
sex with children.

There are different cultural reasons in every coun-
try or region to support its degree of commitment to
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truth-telling. The family acts as a focal social unit in
much of Southern Europe at the interface between the
patient and health care services. It is common practice
in these countries to inform a member of the patient’s
family about the diagnosis and allow the family to
determine what information the patient receives. As
mentioned earlier, studies in Spain have showed that
younger people have a more open attitude towards
diagnosis disclosure.?*4® This move should not be
interpreted as a “liberation” of the patients from the
“tyranny” of the families. On the other hand, conspira-
cy of silence is so prevalent in our society because fam-
ilies are usually right about the coping needs of the
patients. It is also true that autonomous patients are
free to use their autonomy as they see fit , even to del-
egate it when this fits their own concept of benefi-
cence. The patient must decide how much autonomy
he or she wishes to exercise, and this amount can vary
from culture to culture.5°

It is interesting to follow the debate in Spain as
exemplified by the present Spanish General Health
Lawst:

All patients have the right to receive, both themselves and their clos-
est relatives, full continuous information, written and verbal, of their
disease including diagnosis, prognosis and treatment options.

This general principle is better connected to our
own cultural background in the Spanish Deontology
Code, which includes the following statement®2:

In general, the physician shall disclose the diagnosis to the patient
and shall inform him with care, circumspection and responsibility of
the most likely prognosis. The physician shall also inform the closest
relatives or whomever the patient designates. . . It might be sensible
not to immediately communicate a very poor prognosis, for the ben-
efit of the patient, although this approach should be considered
exceptional in order to safeguard the right of the patient to decide
about his future.

The Spanish code closely resembles the Italian
code.?® In both, the possibility of withholding the
truth still exists. Ethics are inevitably connected to
cultural values; therefore, the Spanish and Italian ways
are ethical in their contexts. The dilemma of the con-
frontation between the ethical principles of autonomy
and beneficence is addressed differently in Spain and
Italy than in Northern Europe or the United States.
The explicit or implicit delegation of decision making
by the patient is one of the choices of the individual
and should be respected. It is a choice that not only
should be respected, but also is linked with our cul-
tural tradition. In one study,3* the traditional “Spanish
death”was detected in several of the older, less literate
patients, albeit somewhat changed. On investigation,
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it was realized that they were certain of the diagnosis
without having been informed in most cases. The tra-
ditional “Spanish death” has the same qualities of the
verses of our 15th century national poet Jorge Man-
rigue. His poem, Couplets on the Death of My
Father, is known by several generations of Spaniards
who were perhaps only slightly aware of its senten-
tious, stoic, Christian, solemn, and serene quality®3:

For my will is in agreement with the divine in everything; and |
consent to my death with a joyful, clear and pure will, for it is mad-
ness that a man should wish to live when God wishes him to die.

Recent research performed by Donnelly%* a
Scottish palliative care specialist, on the folklore
associated with dying in the west of Ireland suggests
that we should try to learn from the skills and atti-
tudes of our ancestors toward death and dying. Fur-
thermore, the author questions whether reflecting
on our relevant past may challenge the modern
direction in palliative care.

Confronted with the ethical dilemma of giving
diagnostic information (or requesting informed con-
sent) to a patient unwilling to know, the Spanish
physician should balance the respect for the
patient’s attitude toward information with the
knowledge that information might be beneficial.
This approach involves not only informing the
patient that there are no barriers to communication
and the truth, but also being ready to respond to any
occasion when the patient requests more informa-
tion. This challenging approach is ethically
inescapable for health professionals practicing in an
Hispanic cultural background, where patients can
provide statements such as the following®s:

I will always prefer not to know, or to know as little as possible.
No human being knows when he is going to arrive in this world,
therefore | believe that his natural state is also not to know when he
will depart.

The Ethical Dilemma of
Adequate Coverage

The development of palliative care in Spain, main-
ly through the Public Health Care System, has intro-
duced a new consideration — a fair allocation of
resources that recognizes the needs of terminally ill
patients. The Catalonian palliative care program has
been influential in helping to develop a new organiza-
tional culture in which provision of care is based on
need rather than on demand. Adequate selection,
placement, and follow-up of projects are considered
critical to avoid burnout and wasted energy.>6
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Table 2. — Preliminary Proposal of a Theoretical Construct
Regarding Perceived Differences in Acceptance of Death
Between Patients and Families in Spain and the US*

Differences Patient Family
Spain / USA Spain / USA

Cognitive acceptance No (denial) / Yes Yes / Yes

of death

Emotional acceptance Yes / No (defiance) No / No

of death

Moral acceptance of Yes / No Yes / No

death - culture

* The philosophical underpinning of this construct is the perception
that Western society is coming to believe that a “good death” implies
cognitive acceptance of that same death, and this notion in itself is
debatable. Also, the perception that “autonomy” of the patient always
implies a cognitive acceptance of the impending death is debatable.
In this table, the differences are overemphasized for the sake of clarity.

Lessons Learned

Patients, relatives, and health care professionals are
facing terminal disease and providing palliation always
within a certain cultural “milieu,” even if they are
unaware of its relevance. Neglecting our mandate as
caregivers to understand cultural influences might
result in unwanted suffering. There is no simple
approach to these issues. Research is warranted to
expand our present limited knowledge. As part of our
ongoing research project, Pallium, we are attempting to
build a simple matrix that might explain perceived dif-
ferences between Spanish and American cultures
regarding the acceptance of death by patients and fam-
ilies. The proposal has been tested for its face value
with different clinicians in both countries and is pre-
sented in Table 2.

History is never “too far away,” and we should not
presume that in the year 2001 our dying patients are
willing to abandon long-established ways when con-
fronting end of life. As Spanish physicians, we need to
be aware of the changes taking place in our younger
generations, which are bringing them closer to other
cultures. We are slowly becoming a nonhomogeneous
society as immigration brings new challenges to
Europe. These challenges are part of American history
and should not be a concern to our American col-
leagues, yet there is always the risk of misunderstand-
ing cultural attitudes in minorities.

Conclusions

The Spanish palliative care movement has achieved
a relative maturity that has allowed it to invest effort
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and energy into studying its own peculiar ethical dilem-
mas. Palliative care as such is no longer under discus-
sion; the focus has shifted from starting new programs
to consolidating and expanding the training of the pro-
fessionals already working in the existing programs.
Our own cultural tradition is influencing our approach
to euthanasia and sedation, the definition of terminali-
ty, care in the last 48 hours of life, diagnosis disclosure,
and information.
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