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Abstract

Bioethics and organ donation in Brazil: ethial aspects in approaching the potential
donor’'s family

This article is a theaetica reflection aming at idertifying the ethica issues that might influerce

on family’'s consent ratesegarding organ donation. The lack of darification during the process
of obtaining consentirom the family was idertified asthe man ethica issue and information on

brain death dchgnosis, corpse's appearance andsfigurement were idertified as deficiert. It was
found that otherethica issues may aso influerce this process, such aespectfor the moment
lived by family member, to his beliefs andvaues, aswell asinterviewer's reception and availallity,

in addtion to theassurancethat thefamily has choserthe mostappopriate aternative for the

Stuation. Therefore, one emphasizes the importance of hedth professonds trained to approach
thefamily, aming, thus, at greater acceptararel anassstance guided by ethics.
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Donation and transplantation is a complex prochas t
begins with the identification and it passes thtoug
potential donor’s evaluation and maintenance, brain
death diagnosis, family approach, documentatiothef
brain death diagnosis, logistics process, removal o
organs and tissues, distribution and, finally, the

1
transplantation.
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and failure of some organs’ tissues

However, the families’ consent of patients consder
potential donors is currently the greatest limdatiin the
success of transplantations in Brazil. It is, thene, important
to discuss, among other issues, the ethical aspects
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involved in familiar approach to the potential dor?o
Under such assumptions, this article consists of a
theoretical reflection that aims at identifying ieti
issues that could influence family’s consent raites
relation to organ donation

General aspects on organs’ donation and
transplantation
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In addition to the lack of knowledge about the tkem
organs’ transplant is still a costly therapy and
inaccessible to large portion of the Brazilian pagan.
This causes legal, humanitarian, and cultural dibas
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Any patient whose treatment was evaluated as
ineffective or brain death is imminent or has alyea
occurred is a potential donoHowever, it should be
pointed out that the issue of donor corpse witlnbdaath
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causes many conflicts in humain view of such a framework, it becomes

relationships between the donor’s fam"}y,elevant to discuss issues targeted to the

: ) .‘process of obtaining the consent of the
ghe professionals involved and the receiv btential donor's family, identifying

. It should be noted that, currently, thgthical issues that permeate this process
majority of organs for transplants come

from donor cadavers and that with them ffrocess for obtaining the consent for

is impossible to supply the demand, givasrgan donation

that the number of deceased patients with a

brain death picture is greatly reduted The consent has represented important
progress in matters involving the respect to

In Brazil, the legislation is clear and it requirethe autonomy of the person and in the

family's consent in removing organs angelationships regarding clinical practices.

tissues for transplantation, that is, donati%ccordingly, its relevance has been

happens —only after legal guardian'y,contested; however, the controversy

authorization '  Organs and tlssues’appears when looking at how to approach

transplantation is regulaj[ed by Law No. 9'43§1i.lbjects to obtain it. Consent obtained
of February 4, 1997, which sets forth for the

. ) . bureaucratically, with signature and
alleged donation, unless otherwise explicitl itnesses. becomes a mere administrative
manifested; by Decree No. 2,268 of June 3 !

1997 &, and Ordinance No. 3,407, of Augusft'guref losing its' larger me'aning and it f:an
5, 1998 ¢, from the Ministry of Health be viewed with suspicion, worsening

(MOH).  Subsequently, the federarlather than improving such relationships.

Government issued provisional measuF%'fferent is the consent (or even the
K fusal) that emerges from extensive and

revoking the presumed donation. Thus, it : )
was established that organ donatiJﬁSpethUI analysis between the two parties
11

depends on the willingness of family-

members. The organ transplantation | _
therapy can only be performed by hospita%onsent cannot be a cold document given

and medical teams previously accreditég the subject to sign. It should be a set of

by the Single Health System (SUS) clear and objective information, in a
language that can be understood,

As described, although ruled angmroughly explained to the patient or
) - ll .
supported by advanced techniques aIrea&"@mlly member . The exercise of the

organ and tissue transplantation betweSRNSeNt has as assumptions the junction of

humans still finds strong limitations to it§lgments S_UCh as, autonomy',' a‘?"'ty'
full success, and family refusal one of willingness, information and clarification

the major barriers to its developmeént It should _be stregseq that, among these
elements, information is one of the most
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important and, therefore, it must be inThe family approach should be done by
clear and unambiguous languageained professionals: physicians, nurses,
compatible with each subject’s individuapsychologists, or even social workérs
understanding.

A study pointed out social and cultural
Considering the context of organ donationgsyes as determining factors for organ
in Brazil, it is worth mentioning that the gonations by the family, such as: ethnicity,
family's refusal, or the family's non- (gjigious beliefs, socioeconomic levels and
consent, has been the main reason for Nngttormation about organ donation and
collecting organs from potential donors-transplantations, knowledge of the dead
Approximately, half of all families gonor status, family’s prior experience
approached for donation in the Unitedyity donation or transplantation,
States said no. In Brazil, the refusal rat%redibility in the transplantation and

reaches 70% in less developed regions Gfisripution of organs system, the level of
the country. satisfaction with medical care and

understanding of brain death, conditions

Our system of organ donation operates in alnd the time of the family approach
altruistic and voluntary basis, in which patients ’

) - _interviewer’s level of training,
or their families can choose between donatin .
: xplanations about costs and the funeral,
or not organs after death. In contrast with the .
Brazilian system, several European countrieQresumed consc_ent legislation and
deal with organ donations based on th&ducational campaigns
principle of presumed consent, where any dead
individual is considered as a potential donorAccording to the basic guidelines for
unless, in life, he has chosen not tdhe collection and withdrawal of multiple
organs from the Brazilian Association of
Even in countries where applicable legislatiorOrgans Transplantationf/ABTO) 4 the
of presumed consent or when the patient is success of family interview depends basically
carrier of a donor’s card, worldwide collecting on three factors: predisposition to donation, the
teams seek the families’ consent for the organguality of hospital care received and
removal. In this perspective, it should beinterviewer's skill and knowledge.
discussed which are the ethical aspects tha&tdditionally, we further emphasize that the
permeate the consent practices for orgagonditions for the family involve broad
donation, considering that, in the Brazilianunderstanding, by the interviewer, of the
context, the family’s inadequate approachsituation that the family experiences, when, at
echoes in increase of its refusal tate such difficult period as mourning, will have to
decide on the donation of loved one’s organs,
Approaching the potential organs donor's ~ knowing that it can mean a new life for
family: ethical aspects another individualOther important conditions
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of the interview involve conversation witlflonation may be revoked at any time, even
the doctor who cared for the patient, thafter the signing of the deed of conseit
identification of the best person to offer this recorded that explaining specific points
donation option and, also a calm arehn be associated with higher consent rate,
also related to the timing that the

interviewer is with the family?.

comfortable enwronment

Without any doubt, the decision is

complex and delicate and if the entire staff "€ social base has great influence in
is not trained, little can be done to'®ducing uncertainties. Everything is

collaborate with the family decision- getting clearer while the family interacts

making or reqarding oraan d n2t nWIth the environment, communicates with
aKing process regarding organ donation e confidence with health professionals,

The doubts of relatives are many and the Yther family members and friends. These
influence expressively on the decision to relationships help highlighting values,

donate. The disturbing thought about th eelings, perceptions and to better

fUt;Jhre consequetnfhes of thle fdeC'S'Onunderstand the reality. The beliefs may
authorizing or not the removal o Or9anS yiffer between family members and also

persists in an unsettling way up to the among this health professional team
moment of choosing. Whatever the option

|s,.the mterwewers' goal is the same: toIrl a family system, what happens to the
relieve the emotional and physical

individual can be justified by
suffering of all, by means of the Certa'ntylnfluence/relatlonshlp with the other

of having chosen the; alternative they members of his family. This way, not only
consider most appropriate the patient considered as potential donor
should receive attention: the family as a
The famlly must also know that the answekyhole must be seen by the team of health
need not be given at the exact moment ofare unit. This broader view of family’s
the interview, that it can meet and discUSfhteractions and needs increases the
the matter in order to make the besthances that the family has a better
decision. This decision should beynderstanding of the moment, feel more
respected, whatever it may be. It is nofyelcome and secure, favoring the

recommended trying to convince theprofessional  -potential  donor-family
relatives about the good of the donation Ofelationship and, consequently, the whole

try to influence them with religious or process.
moral arguments®®. Exposing statistics

does n0t3 represent any validity at thafnother important pointhat interferes with
moment . The interviewer should, in the decision is the obligation to decide on a
fact, explain that some bodies may not bsubject, which the deceased family
donated and orient that the decision on member may never have talked about
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G7

or which has never been addressed in tthiecussing about the concepts and

circle of family relationships. It is a subjecdlefinitions related to it

that family members may have different _

opinions, since it is a moment when thgeath and brain death: concept and
. . efinitions

grieving process has just begun. This

difficulty is aggravated when the death hfﬁeath is a biological event that ends a life,

occurred - and perceived as Someth'rﬂ%ing able to raise intense emotional

uncertain by the family, considering that _ L )
. L reactions in individuals that experience and
brain death barrier is misuadtood by the

- . in those who are around Dying is an
majority of populatiof?. .
inexorable process that exposes our human

. ._.condition of wvulnerability and it
Therefore, in order to have the consent it '%haracterizes both what we have as

important that any doubts related to theuniversal and what is unique tous

brain death diagnosis should be left in the
family. Accordingly, it is emphasized onceCurrently death is faced as a socially
again that the interviewer needs to have thgonstruct;ed process  that is  not

skills to communicate through acceSS'bledistinguished from other dimensions of the

language, explaining a complex and_ _ . . ) .
. . : . social relations universe. Therefore, it is
technical subject with simple words and : o
e . present in our daily life and, regardless of
easy understanding®. An action that

. ., __its causes or ways, hospitals and healthcare
transplantation Protocol usually provides.

) . institutions continue as its great statje
greater security and peace of mind for theS )
. . . o, death can be regarded still as
family member making the decision and . o :
?omethlng institutionalized and

the knowledge that after acceptance o o .
medicalized, especially nowadays, when

organ donation, his family member will be hospitals have high-tech equipment which
transferred to a hospital, whenever . .

. enable the maintenance of the patient's
necessary, to conduct additional test

aiming at confirming brain death diagnoSis %Odyf. relgjardless of the life quality
condition?®.

giss;isfaecfizinf/lvailtlh tr:(; rihc;?r;:(l)gshtital tcr;]:rt'eln 1968, the concept of death won a new
P P definition when the Harvard Medical

'S among one of the frgquent reasons fOéchool’s CommissionCommittee of the
family refusal. The family becomes more

. o Havard Medicd Schod), later known
flexible when believing that the loved one ) :
received humanized and worthy care™> Harvard - Brain Death  Committee,

published a report in the Journal of the

- - - - 17 -
during his stay in the hospital. In view American  Association entitled "A

of the lack of clarification to relatives gefinition for the irreversible comaThis
about the brain death concept has been ORgport became the official document

of the major ethical dilemmasgxerting  gisseminating brain death criteria, adopted
influence on consent rates, it is worth by most countries.
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Large portion of criteria currently used foef known cause and determined
defining irreversible coma still are theinequivocally, and the specificity of
same as defined by said Commissiogiiagnosis shall be 100%.
differing primarily by observation and by
whether or not subsidiary examinations #fn important aspect to be considered in
death brain barrier, as evidence describte definition of death is the various
in paragraph below nuances that involve the whole process of
dying. It is fact that family members and
In Brazil, the term brain death wadaymen question the criteria for the
officially accepted from the publication oflefinition of brain death Although it is
the Federal Council of Medicine (CFMxharacterized as clinical death, to the
Resolution No. 1,346/91, updated bfamily it is only evidenced by
Resolution No. 1,480/97, which proposescardiopulmonary arrestindividual brain
mix of protocols, emphasizing as clinicafieath does not cause individuals to see it
criteria  the non-perceptive and norlike death, because the heart keeps beating
reactive deep coma, apnea, bilaterahd gives the impression that the
paralytic mydriasis and the absendividual is just sleepingUnfortunately,
oculomotor reflex. These parameters mutis situation makes it difficult to
be kept unchanged for more than six houdistinguish between life and death and it
in additon to the requirement ofauses intense excitement and anxiety for
confirmatory testing. Only then, thghe family*.
individual can be considered as a potential
donor of organs and tissues In this sense, the brain death concept also
refers to biological and psychic death of
According to this resolution, the potentighuman beings; however, the physiological
donor must be subjected to a clinicdfunction of organic systems) is still
assessment and an additional examinati;vaintained until the time of organs
by two physicians not participating in théemoval Note also that sociological death
transplantation teams and, at least, oneigfthe separation of important figures of his
them should be a neurologistife, and can only be determined by the
neurosurgeon or pediatric neurologisfamily °. According to thebasic guidelines
duly accredited specialist’. Therefore, for collection and withdrawal of multiple
brain death can be characterized Igygans and tissues from ABTO ', it can
permanent and irreversible loss dflso be considered a potential donor, the
functions of the brain (cerebraindividual with a recent cardiorespiratory
hemispheres and brainstem), arrest (up 6 hours), in which organs
removal is possible, especially the kidneys
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If there is a major evolution of theas a consequence of accidents and
transplantation team in implementing thigtracerebral hemorrhage, evidencing the
practice, maybe the donor family’s distregxistence of significant number of
can decrease and the number of donatigig¥ential donors of organs compared to a
can expand in order to ease the lorigal number of donors in BraZil
transplantation quetfe

With this scenario, it is clear that the
Anyway, still today the death and thedvent of new technologies in the area of
dying are seen and reflected in differemealth, mainly those for sustaining life, can
ways, depending on the culture in whiche confrontational, since that characterizes
the individual is inserted. At the time ofhe living face of multiple concepts of
collection, the potential donor’'s family igdeath. By conception of death and dying, a
weak due to the loss of its loved one anmhtient with brain death diagnosis still has
this situation may even deteriorate if iteis organs alive and he would be,
grief is not respected and the fact of havirigerefore, a being who contains elements
to decide, at that moment, for the othéhat are alive. At the same time, however,
about organ donatioh would also have elements that determine

his death, from the medical concept of
A study performed in an intensive care unitrain death barrier. This ambiguity creates,
(ICU) revealed that patients with braimn large part of the time, sharp discomfort
death may receive less care, as they arethe part of relatives in opting for loved
viewed as a whole, the care being directede’s organs removal that still contains,
only to the maintenance of functions thaomehow, the vitality of the orgafis
classify him as a potential donor. The
study highlights the following questionBased on the foregoing with relation to the
the precarious maintenance of the patiet¢licate situation of the family approach, it
with brain-dead hospitalized as potentig highlighted the reason for the insistent
donor can be the second cause of naffirmation that it is essential that the
occurrence of organs and tissues donatipatential donor’s family is approached by
in Brazil. This is due, probably, to thdrained professionals in a quiet
disproportion between the technologic&nvironment, with appropriate accommo-
development in the maintenance of th#ations to all family and friends who want
body and the preparation of professiontd participate®.
staff in family approaching.

Final considerations

It is estimated that, in general, up 10 10Qegcying the essence of the content

patients per year in each million esented to the construction of this article,
inhabitants present brain death diagnosisyq may say that beyond an isolated
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action, the desired rate increase in tligterviewer’s hospitality and willingness
number of transplantations depends @md the assurance that the family has
concerted efforts by health professiona$osen the alternative that best suited to
directly involved in the process, on th8is situation
family wanting to practice the good action,
on the Government that seeks an advancBeerefore, it should be emphasized the
assistance and, finally, the medi#nportance that this process be carried out
responsible for the mass dissemination by qualified health professional, aiming at,
information. The increase in the number a&¥ith this. a greater acceptance and an
organ donors in Brazil depends mainly ogthics based approach. Additionally, the
the quality of information provided to théhealth professional must be endowed with
population all the skills that make him capable to
clarify any doubts of the family in aspects
Appropriate communication in health carelated to the collection, brain death brain
be considered a fundamental point to fgocess and technologies involved.
thoroughly worked for the effectiveness dfVithout  forgetting, of course, its
the family approach and the consequepteparation for dealing with the social,
increase in the number of organ donoremotional and moral issues surrounding
This practice may entail, when performetdne family.
in order to enlighten and empower the
potential donor’s family, the respect tdhus, itis also emphasized the importance
donor’s autonomy, the understanding thaf training programs focused on the
the family should be considered as ttiberapeutic relationship and the behavioral
primary expert of his wishes approach, in which the professional can
better know his values about life and
This article has identified as a majofleath, learn to accept patients and their
ethical issue in approaching potentid@milies’ values, and been able, from his
organ donor’'s family, the shortage ofwn emotional structuring, to provide
explanations during the process dfuality assistance
obtaining consent, identifying information
about brain death diagnosis and tHeis also suggested the intensification of
appearance and the defacement of the bdafprmation dissemination regarding the
as deficient. It was also found that oth@ollection and transplantation of organs
ethical aspects can influence this proceggocess, and the importance of the subjects
such as respect for the moment that tdeclaring themselves donors to their
family experiences, its beliefs and values families, through the media
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Resumo Este artigo consiste em reflexdo tedrioae cpretende identificar questbes éticas que
poderiam influenciar nas taxas de consentimente familiares em relagdo a doacdo de érgao
Identificou-se como principal questdo ética aafale esclarecimentos durante o processo de obtenca
do consentimento junto ao familiar, sendo iderdifias como deficientes as informagdes acerca do
diagnostico de morte encefélica, a aparénciadesfiguracdo do corpdambémse constatou que
outros aspectos éticos podem influenciar ngsteesso, tais como o respeito ao momento que o
familiar vivencia, as suas crencas e valores, bemoco acolhimento e a disponibilidade por parte
do entrevistador e a garantia de que o famiiaha escolhido a alternativa mais adequada @ara
situacdo. Portanto, ressalta-se a importanciaraofésgionais de saude capacitados paebardagem

ao familiar, visando, com isto, maior aceitacdanm& assisténcia pautada na ética.

Palavras-chave: Transplante de 6rgdos. Bioética. Rela¢es profiakfamilia.

Resumen

Bioé&icay donacion dedrganosen elBrasil: enfoqueético a la familia del posible donante

Este articulo es una reflexion tedrica que trdé identificar las cuestiones éticas que padria
influir en las tasas de consentimiento defalailia respecto a la donacion de &rganos. S
identifica como la principal cuestion ética latdatle esclarecimiento en el proceso de obtencion
del consentimiento de la familiase identifican como deficientes las informac®nsobre el
diagnostico de muerte cerebral, la aparierydia desfiguracion del cuerpdambiénse encontré
gue otras cuestiones éticas también puedeluirieh este proceso, tales como el respeto al
momento que esta viviendo la familia, sus creengi@alores, asi como la acogideel hecho de
qgue el entrevistador esté disponilyléa garantia de que el familiar haya escogido ltErativa
mas adecuada para la situacion. Por lo tanehe chacerse hincapié en la importancia de los
profesionales de salud capacitados para etawméento a la familia, visando asi una mayor
aceptaciony una asistencia pautada en la ética.

Palabras-clave Trasplantede arganos. Bioética. Relaciones profesionalifami
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