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CHAPTER 89

care Ethics: An Approach

to the Ethical Dilemmas

of Psycho-Oncology Practice

Antonella Surbone

SUMMARY

editorial in the New England Journal of Medicine about ethj-
a B0 in medical, the Editor, Dr. Marcia Angell w

" imperialism in me ical, : !. l - Marcia Angell, wrote that
:xnc“'ffd\"'- although important, may ve less important to a respectable

oo thant the way' it is obtained® Clinical practice is based on medi-
o knowledges which should always be mqght in compliance with the
‘L‘ﬁﬂj standards that have developed over time in response to the medi-
;];busrs that have been perpetrated throughout history. Furthermore,
dinical activities involve a complex and emotionally laden relationship
henween two OF more human beings who are deeply, but asymmetrically,
enaged. Hence, clinical practice must constantly be held to high ethical
sandards in all areas: the physical, intellectual, psychological, and moral
dimensions that coexist in human relationships.

Learning the basics of bioethics and the complexities of bedside
¢hicdl dilemmas must become a standard part of the expertise of
pycho-oncologists. The aim of this chapter is, first, to offer a balanced
wd comprehensive review of the theoretical basis of bioethics, with
special reference to care ethics, and to provide insight into the appli-
ation of such principles in negotiating and solving the most common
chical dlemmas encountered in oncology practice. Second, the chapter
andyses the role of cross-cultural differences in many bedside ethical
problems. As cultural differences in disclosure of information to can-
«f patients are common, an in-depth discussion of truth telling serves
v llustrate the influence of culture on ethical norms. Throughout the
chapter, [ reference clinical cases encountered in my own practice as a
nedical oncologist in the United States and in Italy to illustrate common
difficulties in ethical deliberation. Some information has been modified
protect patients’ confidentiality.

siety

INTRODUCTION

derives from ancient Greek, which could mean either
acter,” and was used to refer to the appropriate norms
aspects of life.? Ethics has always had a relevant role in
¢ Hippocratic Oath of 420 BC, considered to be the first doc-
dical ethics in western cultures was based on the paternalistic
Sicians, who held center stage in the patient-doctor relation-
$Wore not to harm their patients and to provide them beneficent
0rding to their best judgement.’ The next authoritative western
™ on medical ethics was the Code of medical ethics written by Sir

“rcival in 1803, which also considered professional conduct in
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nsl.qu;le *’i)mfrican Medical Association published its first Code of
h ;5“ s¢quently revised it, and updates it regularly to mfs:cl the
nconlr:égs Elsccoy rapid developments in modern medicine.’
h“’"m'cd f with the Hippocratic tradition, modern western med!cmc
ind Physimmm 4 paternalistic to a participatory model, where patients
rd‘“'Jflsh.i 1 share rights and responsibilities within the therapeutic
by ""hilep“ 9¢tors must always strive to respect the patient’s auton-
-~ Curge Oft) ace .lhc many ethical issues that may arise throughout
ife g g '€ Patients illness, 'The word “bioethics,” from the Grcsk
gy 0 app“:(];{.”.: ethics, was coined by the U.S. oncologist Potter in
Er;“-'d © medjc; tin a descriptive, naturalistic way to all e}hlcal issues
i e and biotechnologies.t Bioethics has since rapidly
efined scholarly field, with many different theories
oughts. Bioethics is now integrated in most medical
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curricula, and it is taught in dedicated courses for health professionals at
all major medical schools worldwide.

New medical interventions have positively changed the fate of human-
kind through the rise of new biotechnologies and the expansion of diag-
nostic and therapeutic possibilities. However, they bring a greater moral
responsibility regarding health-related matters, since biomedical inter-
ventions can also be inappropriate or create new problems at the ethical
and social levels. Consider the example of genetic testing for cancer pre-
disposition: on the one hand, it may enable members of high-risk fami-
lies to find out whether they carry genetic mutations allowing them to
engage, if they choose, in measures of prevention or carly diagnosis. On
the other hand, experts, patients, and the public have expressed concern
about the value of cancer genetic testing, because of the potential for neg-
ative repercussions at the psychosocial and ethical levels.” Mutation car-
riers, for example, may be subject to different forms of discrimination. A
BRCA positive patient told me she was equally worried about passing onto
her daughters the risk of cancer, and of their being exposed to discrimination
because of her diagnosis. "With good laws, she said, my daughters may find
great jobs, but they may still not be seen as ideal spouses or mothers.” Until
recently, many at-risk individuals have foregone genetic testing for can-
cer susceptibility to avoid potential discrimination. Most medical societ-
ies, including the American Society of Clinical Oncology, have therefore
cautioned physicians and strongly advised them to inform all patients of
the potentially negative psychological, social, and ethical implications
of genetic testing, including the risk of genetic discrimination.” In many
countries, such as in the United States, where the Genetic Information
Nondiscrimination Act (GINA) was approved by Congress on May Ist
2008, legislators have relied on the contributions of bioethicists to address
the ethical issues raised by the new developments of genetics *

Bioethics is, in fact, related to both medicine and the law, in its four
main functions and scopes. First, in its analytic function, bioethics evalu-
ates relevant innovations in medicine and biotechnologies with regard to
the range of morally acceptable actions and of the possible constraints to
such actions. Second, bioethics provides methodological and procedural
guidelines to healthcare professionals: not necessarily offering predeter-
mined solutions, but rather teaching ways to tackle different ethical issues
in clinical practice. Third, in its pragmatic function, bioethics looks for
practical solutions to bedside ethical dilemmas, taking into account the
different perspectives of the involved parties, Fourth and finally, bioethics
has an anticipatory function with regard to the directions that medicine
may take: it explores and debates the potential moral and social <onse-
quences of new and developing medical interventions and technologies,

BIOETHICS AND THE PATIENT-DOCTOR RELATIONSHIP

In 1988, Drs. Pellegrino and Thomasma in their pivotal textbook of
bioethics entitled “For the patient’s good: The restoration of Trust in
Medicine” assert that the philosophical foundations of bioethics are
rooted in the nature of the patient-doctor relationship.” The relation-
ship is based on the fiduciary act that arises when a person in need—the
patient—seeks the help of a fellow human being—the physician—who
has specific medical knowledge and expertise, Patients and physicians
establish a therapeutic alliance based on reciprocal obligations in view of
a common therapeutic goal. Within their alliance, they trust each others
as fellow human beings, with both reason and emotions, who are com-
mitted to the same healing purpose.



620 ETNICALISSUES e increasingly

s day W
in to the old paternalistic model, tocay ship based on
(

iti er
In oppositi ) o rms of @ partn ' e
see ”“‘;l‘l;m’"‘*d“‘“‘r relationship in ledccisioﬂ making.*"’ The nntuct
patient's autonomy and right to share ‘}?c interpreted as a usual contra
of this relationship, however, is not t0 a special form of con

istorically, :
rr;_ ::::gcri‘cba) };eciprocal trust, despite

i lationship
5 The patient-doctor reid
‘}i;!. Asym‘:nctry between patient an

among peers, but rather a covenan
tract that entails a m_m;}al Ob'hg\,:::!lf-’e
the differing roles of those In .
is an mvmn!:clric relationship of help. As! oY e, related to the dif-
doctor has three main dimensions: the existen I'th pectto iiness; the
ferent positions that patient and doctor have wi b e g6 and exper-
epistenic one, related to their different degrees 0 o ated to their
tise with regard to the patient’s illncss:.and the 5::;1 : ec't e socicty! A
respective roles within the relationship and wi thm pticnt-docmr o
power imbalance results from the asymmetry in .ﬂc pa e o between
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ETHICAL DELIBERATION IN CLINICAL MEDICINE AND THE ROLE
OF PRINCIPLES

Ethical deliberation in clinical medicine is a complex Pmce\s:xi o
requires knowledge, principles, and virtues. ]llpes§ enhances l'lﬂtl;
ability and dependence, making care and trust :ndispcnsable, partic
larly as ethical issues and dilemmas arise.** These deliberations require
open discussion and honest mediation® and it must al\lva)'rs be kept in
mind that patients and doctors do not necessarily share sqmlar \‘ralucs or
norms. When cross-cultural differences give rise to bedside misunder-
standings or even conflicts, it has been said that “the patient and the phy-
sician must negotiate their different views of illness and of health, as 1}!!!
as their different perceptions of the patient-doctor relationship, to achieve
their common therapeutic goal™

Ethical deliberation in clinical contexts often makes use of the so called

prima facie principles of nonmaleficence, beneficence, autonomy, and jus-
tice. These four principles were first applied to biocthics by Beauchamp
and Childress in their textbook entitled “Principles of Biomedical Ethics."®
They are called prima facie principles, because they are essential, basic
ethical principles that may come into conflict; one principle can render
the others inoperative. The high degree of universality and practicality
of these four principles provides a basic framework for the resolution of
ethical dilemmas within existing pluralism, although they may conflict
with each other. For example, a cancer patient or his or her family may
demand additional chemotherapy at an advanced stage of cancer, while
the physician believes that continued treatment would not be beneficial
to the patient, and potentially even harmful. In this instance, the prin-
ciples of autonomy and beneficence come into conflict,

Moreover, the same prima facie principle could be invoked to jus-
tify opposing ethical choices at the bedside.” In truth telling to cancer
patients, either disclosure or nondisclosure can be justified in the name
of autonomy or beneficence, when applied to different individual and
cultural contexts. In certain cultures outside the Anglo-American world
withholding information is considered an act of beneficence to pmtect'
cancer patients from painful truths and their possible negative psycho-
!ngical _consequences. By contrast, in most industrialized countries,
informing patients is cons:.der_ed the physicians’ duty, because it respects
patient autonomy." The principles of autonomy and beneficence, in this
and many other cases, are in fact interrelated, rather than confl;ct. o
Full disclosure to the patient is simultaneously an act of auton s

o A omy and
beneficence, as it gives the patient information enabling him ¢ ak
the best choices according to his own values Thus, whilf th > ke
of bioethics can be a very useful tool fora prcliminalry readi ¢ pnm.:lplcs
ethical dile i i ing of clinical

mmas, cth1cs of virtue and care are Necessary to account fi
the complexity of ethical deliberation in clinica] medicine, .

ETHICS OF CARE AND RELATIONAL AUTONOMY

Care ethics, born out of the maj ibuti

) Jor contributions of wo i
to contemporary moral debate, is based on the reco m:ir:) P osophen
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where our vulnerability is at Ftak}f T“d W; ﬂefd to establish ¢,
people from whom we .-cf:e‘:ivc di ’ ol orepance. Care ethicy
has been successfully applied to clinical practice and the Patient.q ich
relationship, starts with the recognition of the asymmetry of oy
and power between patients and health professionals, The patieny :]d
tor relationship is a concrete relationshig between “Particular 0111:(:
each with a body, mind, and soul."" Patients do not consyjy 5 g™
to acquire general rpcdical knowledge, but to find Specific ansyer, i
gain an understandmg_ of their particular illness, Phys:c:.am respond
patients in view of their knqwl?dgc and personal expertise op certain
illness or treatment.?? Equality in the patient-doctor relationship js gif
ferent than equality among peers, and it rather arises from the relation.
ship itself, ,

Care ethics in clinical medicine also takes into account the relationg)
nature of patient autonomy.*» Autonomy has traditionally beep
understood in terms of an individual’s right to make his or her own
choices. The act of choosing is meaningless without action, as an ing;.
vidual's choices influence, and result from, many internal, external, and
contextual variables: Choice does not occur in a vacuum, As a result,
understanding autonomy in a relational way entails not only recognizing
the importance of the responsibilities that arise from our connections
to others, but also acknowledging the internal and external factors that
shape our choices, while respecting varying cultural, socio-economic,
and contextual aspects of decision making (Textbox 89-1),

For example, a woman who has discovered that she carries a BRCA
mutation predisposing her to a very high chance of developing breast
or ovarian cancer, will not only make decisions about the best preven-
tion and management of her own health, but will also be faced with the
question of whether to inform her children and relatives, who may also
carry the same genetic mutation and future cancer risks.” A lung cancer
patient living in a rural area may be offered the chance to participate
in a clinical trial run at a distant cancer center. The patient may wish
to enroll in the trial, yet he is living alone and is limited by financial
and transportation issues, which ultimately prevent him from participa-
tion. For many female cancer patients who are mothers with multiple
responsibilities, participation in clinical trials may depend on external
factors such as the availability or affordability of child care. ] once oﬂ"’f{
palliative care to one of my long-time patients with extensive metastaic
breast cancer, who had been through muitiple unsuccessful chemotherdpy
and radiation treatments over the course of several years. She told me that
she agreed with me about the futility of trying to a different chemothera?)
except for the fact that she was the only caregiver to her two handicap
sons, both in their twenties, To her, even one extra day of life was worth

Care ethics in clinical medicine is based upon attention, ﬂ-‘P"""bd’?r
résponsiveness, integrity, and trust. Patients should be able to trust ¢
Physicians and healthcare professionals, institutions, and hed! {10
Structures, but also science itself, Care ethics is not always suﬂmfﬂ_
cover all domains of bioethics, but can be extremely helpful in pro¥! ::s
guidance in bedside dilemmas, Care ethics utilizes the guiding m?f\‘-
Principles of bioethics, with the principle of justice serving as the U"
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ETHICAL DILEMMAS IN ONCOLOGY PRACTICE

: . ) are oft
Ethlca.'l d'lme“ in medicine are extremely complex ‘"_Jm:“,,, an
magnified in oncology by several factors: the severity of t1¢
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, information about diagnosi

. ation and inform gnosis and prognos;
Com“’u:;;ation about medical i:‘rors Prognosis
o™’ king in transitions through different stages of
m-ismn m ing about end-of-life care . b
n crimental treatments and integrative therapies

(¢ ig:ling “bout genetic risks and genetic testing
Cov

penegative mc‘taPhOﬁC Iimplicatifms lh}ft' a cancer diagnosis may carry
ithinapaticnls cult}lra COIIIJtCXI. e physical an_d psychological suffer-
_‘:12 ofthe patients which can become extreme during difficult treatments
:{;tend of life; the. meleal. PS}'FhOIQSICﬁIr‘NK} social ramifications of
fing with canceh including social stigmatization and discrimination;
the ancertainty’ related to cancer prognosm‘and treatment, standard or

crimental; the use of mult;modal thcrap:;s that result in fragmenta-
son of care and subsequent 113\*01}'en1cnt with many oncology profes-
sonals; and finally, thf patients d:ﬁicu!r}" in attempting to balance her
desire to be involved in her own care with the desire to be guided by
cologist while still feeling respected and supported in the psychologi-
o and spiritual journey through and with cancer.

Many of the ethical dilemmas that oncology professionals encoun-
wrin clinical practice relate to different aspects of communication and
aformation with cancer patients. These can arise from a wide range
ofissues, such as: diagnosis and prognosis; decision making in differ-
et phases of cancer, especially regarding end-of-life care, experimental
reatments, and integrative therapies; and counseling about genetic risks
ud testing (Textbox 89-2).

Dilemmas may also arise from cultural differences between patients
ind members of their treating oncology teams.'***%” For example, giving
bad news to an uninformed cancer patient whose family has requested
lbe physician not to do so, is an example of cultural insensitivity often
excountered in multicultural oncology practices. In my clinical prac-
tie,  find myself presenting the information to cancer patients and their
families differently, depending on whether 1 am practicing in Italy or in
the United States, where the cultural expectations are still divergent. In
the {fnired’ States I am often expected to convey statistical information
:;ﬂruf'cs and prjognosfs during the initial che{nothempy ’consufmrion}
wi_;:' ltaly this would generally be inappropriate, as patients rr;a}; fes

o ﬁ::ed and confused by such fnfo.rmauan. ‘m:her than IIL' p‘cts.
ﬂnidlg hical standards in communication require that ?p?ot(’):[r;::l '
m«‘-ﬂne:l’?]% blunt and, ‘r‘ather, convey 1nf(3rrnatmn ina sgns:t:;)eséd or}1

Wi e notion of loffering the truth to cancer patt;ntS.b in b
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¢ patient context and culture carefully before following any
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. Text::ox 89-3. Cross-cultural differences may
glve ralse to conflicts with regard to:
Truth telling
End-of-life choices
Prevention and screeni ng

;\dhcrencc to medical recommendations
nvolvement in clinical trials

Textbox 89-4. Why do we need cultural competence
in oncology?

Many societies are becoming multiethnic and multicultural

Cross-cultural differences are increasingly involved in bioethics

Cross-cgltural differences between patients and healthcare workers
can give rise to serious misunderstandings and conflicts

All medical encounters are to some extent an exercise in cultural
competence

Cultural competence leads to improved therapeutic outcomes and
decreased disparities in medical care

Culture has profound implications in all aspects of society, and is
present at many levels. For example, medicine, oncology, and psycho-
oncology are all individual cultures: they each have their own language
and status within. Depending on the extent to which the patient and the
physician are engaged in their relationship, every clinical encounter is an
exercise in cultural competence, as each person carries his own personal
and cultural identity." Cultural differences influence the interpretation
of ethical principles and norms, especially with regard to the meaning
and role of patient autonomy.™”

Culture, described in complex ways in the anthropological and socio-
logical literatures, can be defined as the sum of the integrated patterns
of knowledge, beliefs and behaviors of a given community.* Culture
influences our attitudes toward truth telling; the focus and style of deci-
sion making and end-of-life decisions; our views of the therapeutic rela-
tionship; and the trust we have in physicians, nurses, and institutions.?’
Cultural differences also play a significant role in the existing disparities
in access to cancer carc and research.*

The acquisition of cultural competence in oncology is a multilayered
task that presupposes awareness of one’s own culture, beliefs, and values.
One cannot understand cultural differences without being aware of the
culture of medicine. Cultural competence also requires the acquisition
of specfﬁc knowledge, skills, and arf:’t:fdes. and in md.nf:c%ua] caregivers,
qualities of humility, empathy, curiosity, respecf. S!.'rISIffVlt)', mra_‘ aware-
sess. It needs awareness of the risks laf stereotyping, racis, classism, sex-
fsm, ageism, and many culture-specific prejudices which, often contribute
to a distorted view of culture” ) -

It has been shown that cultural competence improves appreciation
of differences in healthcare values among people_bc]ongmg to fii‘ﬂ'er-
ent cultures, furthers communication between patients ;md ph'}'s.lcm.r{.s,
and facilitates the solution of ethlc.al dilemmas in the clinic, “h!ch, in

Jeads 10 improved therapeutic outcomes and decreased dispari-

e Jical care (Textbox 89-4).3 These goals are better achieved
ties In ms ivers are practicing in 2 culturally competent healthcare sys-
if the caltb%e enough to meet the needs of different patients or groups of
tem, ﬂcx; Teaching cultural competence requires providing caregivers
atients.” "% i out different cultures with respect to many
with fﬂ.le"“m ‘I:clu ding the role of patient autonomy, the involvement of
health issues: lh o aning of suffering and dying. Patients themselves are

and the beliefs and preferences.”

ilies, '
gl:f b:it teachers of their own
ING AND WORLDWIDE EVOLUTION
ETchsF 2;1‘?3;’;;5[;0 PRACTICES OF DISCLOSURE
3 5. It relates to both the role of

of bioethic .
Truth telling :;;ta::lct;(:lr:c influence of culture on the modulation and
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2 Bioethics originated within lhe' Adllglg
anding tradition of respect for indivi |
: : i igh If-governance, privacy, and persona
ual rights, including the right to sell-g i diagnosis, treat-
iberti i be fully informed about their diag i
liberties. Patients must Y ercise their autonomy.
ment options, risks, and prognosis, to h.c :.\hlcllﬂ - decision making and
Information leads to better palic{n pallr;lc:?ﬂtll;n I dec
i ases patient compliance and satisfaction. . -
mc('f’hilc tphc dnctrinepnfinfom'led consent was born 1[1‘19‘1/ asa rcSl;ir:
of the Nuremberg Trial, a milestone study of truth-telling practices !
; i , i howed that 10% of sur
the United States published in JAMA in 196, st e ver the fol-
veyed physicians would never reveal a cancer cllagn951s.- Oy }cr hifo
lowing two decades, physicians’ truth-telling practices in t'ae' e
States changed dramatically and in the late 1.970sl9890;:fsun eyed Us.
physicians revealed a cancer diagnosis to their pzmcn.ts. i i
In nonwestern cultures, including some ethnic minorities w |'lhm the
United States, truth-telling attitudes and practices were rarely discussed
until the late 1980s. During the 1990s, numerous reports suggested
major cross-cultural differences in truth telling.** ** In C}IJIKUI‘CS centered
on family and community values, the word “autonomy” was oﬁfn per-
ceived more as synonymous with “isolation” than of “freedom, al}tll a
protective role with respect to the ill person was attributed to fflmllles
and physicians.*’ Basic information and bad news were often withheld
from patients, or strongly censored, to avoid taking away hope or caus-
ing them severe distress, while physicians tended to tell the full truth
only to one or two close relatives. In this “conspiracy of silence,” doctors
and relatives were often caught in the web of half-truths, and patients
were left to suffer alone, deprived of the chance to ask questions and
receive answers, put in order their affairs, or say good-bye to their loved
ones.*’ Some patients responded heroically by becoming the protectors
of those who are trying to protect them,
In my first years of oncology training patients were treated with state-
of-art oncology therapies, yet I met several young women with bone
metastases from breast cancer. Those patients had agreed to be treated
Jor severe arthritis by doctors and family members who wanted to protect
them from knowledge of their dire prognosis. Yet, a few of these women
were clearly aware that their cancer had metastasized, but feigned igno-
rance because they wanted to protect their families and especially their
small children. A 17-year-old boy with advanced lymphoma asked me
not to disclose to his family the failure of his last treatment, something he
had obviously perceived from the continuous growth of his lymph nodes
and his increasing systemic symptoms. He asked to see me one night when
I was on call and explained that his mother had already lost two small
infants and she should be able to talk to him about his dead sisters until
his last day. A middle-aged engineer with metastatic gastrointestinal (GI)
cancer asked me 10 make a house call because of respiratory distress.
When I arrived at his home, he was sitting quietly at his desk, and told
me he needed to know the truth about his prognosis, because he had to
make important work decision that would have affected his large Samily,
He reassured me, though, that he would have never let them understand
that we had spoken and that he knew the truth.
A dramatic shift in truth-telling attitudes and practices has occurred
worldwide in the past two decades, especially in European, Middle
Eastern, a‘nd Asiap coumri.es_.‘-‘ A 1999 study of western and nonwest-
ern American S(:.c:et)' of Clinical ann]ogy_(ASCOJ members attending
tlfc annual mecting showed no difference in disclosure rates of cancer
diagnosis.** The reasons for the evolution of truth-telling attitudes and
practices worldwide appear remarkably similar to thoge that determined
the shift in the L:lnited Sl‘alcs‘between the early 1960s and the late 1970527
Among the main contlnbutmg_ factors are therapeutic advances in the
ﬁ;ld of oncology, growing public kno.wl.edge of the nature angd treatment
of cancer, adequate training of physicians in palliative and end-of-life

care, increasingly strict legal requirements for informatjo i
! - nand i
consent, and patient and public activism. nformed
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expression of ethical norms.
American context and its long st
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content, style, and setting are all essential aspe
s 3 cts of communjeat;
However, cross-cultural differences in tmlh-telling still pcrsnilstn:;ca;l?.n‘
crature reviews suggest that only a relative minority of cuncer, b
I nonwestern countries expect truthfulness about thejr illness I::-tl‘:f“}:
is

to participate in the decision n:mking. as compared (o
ing majority in western coun.trlcs‘ - Patlcnt'a.aw:\rcm-g
and curability of their cancer is lrcpnrlcd as still poor i, Many 5
In addition, the actual rate 'of dEscI_oﬁllfe Temains low eyep, c:] -
sicians who believe in patients’ right to information, 4 q cung Phy.
in a 2000 survey of 675 Northern Italian physicians mnduncdmcmgd
Grassi and colleagues.* A 2008 study of Italian oncologist 50
and northern Italy, however, shows that most of them oy infc;rm thej

patients."’ . . sl

Variability in truth-telling rates worldwide can be attribyteq o
eral factors: age and gcn_der: urban vcrsuﬁ rural residence, type Ufrrsgm
ing institution, and I-E‘I.I'I:‘l.l])’ 1n\'o]vcmen‘t. Thc extent and mndali:iwat-r
family involvement varies, and sometimes in some countries, famii-n
make decisions in place of thfz uninformed relative, In many c“”ntrim
especially in Asia, the family is always consulted before evealing u“,'
cer diagnosis to the patient, and many nonwestern familjes Still oppoge
truth-telling to cancer patients.”**” A survey of the relatives 0”3“'Turki;h
cancer patients showed that 66% rcque_slcd that the truth pe withhelg
from the patient.% As families take part in the care of their sjcl relatives
in every culture, they cannot be excluded from the process of informs.
tion and communication unless it is the expressed wish of the patient «
A common ethical dilemma arises when a family requests the hg;pit;]
staff not to disclose the truth to the cancer patient in a country, such g
the United States, with strict requirements for informed consent %27

In my oncology clinic, I have met elderly cancer patients from nomwes.
ern countries who wish to be informed of their treatment options, including
ongoing clinical trials, despite their family’s strong opposition. An Isdamic
patient, affected by metastatic breast cancer, who always came for her vis.
its accompanied by several family members, once left me a note written i
broken English that she knew exactly how widely spread was her cancer
and that she didn't want any life support measures. In the note, she had
also asked me not to tell her family about what she knew,

A recent study of a multicultural patient population being treated at a
large cancer center, suggests that information should be tailored to indi-
vidual, family, and community values, especially when dealing with spe-
cific requests to withhold or to downplay the truth.* However, oncology
professionals must adhere to the ethical norms and legal requirements of
their own country. If those norms see withholding the truth as an infringe-
ment on the patient’s autonomy, they should explain to family members
that they have a duty to inform the patient, but that they will do so gradu-
ally and with extreme sensitivity.*¥” In most cases, it is advisable to ask
cancer patients how much they wish to be informed, and it is important to
repeat such question at different times during the course of the illness and
treatment, Furthermore, in the course of a chronic illness such as cancer,
which often entails frequent visits to specialists and periods of hospitaliza-
tion, almost all patients will inevitably be told or will overhear the truthat
some point. As a result, they may lose trust in the treating physicians and
team members who have withheld information from them.*?’

N overy
s of th I‘Iell'r'i.

L.
"thtrn

CARE ETHICS AND THE ROLE OF CANCER PATIENTS' FAMILIES

Ca." cer affects not only sick individuals, but also their families. As Drs-
Baider, Cooper, and Kaplan De-Nour discuss in their texthook “Cance
and the Family a successful healing process requires that physicias
interact effectively with patients’ families and loved ones.® Cancer alters
the internal dynamics of the family, whose members, mostly “'omtchri
take on increased care giving responsibilities, especially at the end of
cancer patient’s life, It is therefore necessary to address the PSJ_'Chosoif-]es
and ethical needs not only of cancer patients, but also of their m‘ni
and communities, Primary caregivers always deserve special atilcntm .
[n many cultures, patients’ relatives are the first, and somcum?ss 0
onl?- People, to receive adequate information, and may be thé lm:rvi-
decision making. Studies of sources of support for breast cancer ;ght‘if
HOR Ofdiﬂ-ering ethnicities show differences in their perceppnns (:] s
own role within their families and of the importance of their families
helping them make important medical decisions. ™ .« quidance
Each family has distinct informational needs, and f‘-’qmﬁs'g:tcrwn'
and support when faced with ethical dilemmas.® While the ¥ doctor

tion of relatives may add a layer of complexity to the patient~



¢ and psycho-onco}ogists now learn how to
oﬂco10§“f family mcml:ﬁers. while respecting patients’ infor-

f«ﬁfﬁﬁm-making needs-
CONCLUSION

 riching rcali't)‘ in moder.n gocicties, but it has also
A is gt of major e[thGll quandaries in the practice of clinical
* heso Cing for cancer patients, oncologist and psycho-oncolo-
w-_lnf” 1o respect cultural differences without falling into cul-
et or ethical relativism. As thc basic principles of human
ks ’Mmll' o all individuals in every social and cultural context, sen-
}:ﬂlm?n{iividtlﬂl and cultural differences should not prevent oncol-
2 zslsiﬂﬂﬂls from respecting f'md fostering their patients’ rights to
GIPC . ation. They can do this by investing the time and energy to
& I;S?patiem-" and understand their wishes, before ethical dilem-
N b he adequate practice of care ethics is an ongoing process.
o Tﬂ{ics ofprinciplesv virtues, and care must also acknowledge the
.-'?;tions of medicine and physician. Because the care ethics model
h};ﬁaherolf played by people outside the medical team in most heal-
W ses, it always includes families, friends, and communities in
E-a]mal)‘is and deliberation. T}}e ethical role of families as the ulti-
1» CATEIVETS for our cancer patients can never be underestimated.
iommunication and conflicts, however, can occur between cancer
sients and family members. Improving understanding and concor-
lyxce among patients, family caregivers, and physicians is part of the
@il responsibilities of oncology professionals. Psycho-oncologists
 have special professional qualifications and ethical duties to assess and
darify the underlying tensions that could lead to future ethical dilem-
225, and to find shared solutions to ethical dilemmas on the basis of

mspectand trust.
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