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ABSTRACT

Objective. To identify who is responsible for the decision to donate organs and tissues
from a deceased donor.
Methods. This cross-sectional study was performed with 69 family members of deceased
donors, identified by the Organ Procurement Organization.
Results. The decision of the family regarding the request for donation took place after
they had enough time to reflect on the matter (81.8%). The decision was made by the
family (43.5%), by both family and donor (76.8%), by the family with previous knowledge
about their deceased relative’s wish (63.2%), or only by the donor (11.6%). There was
familial conflict after the decision in about 7.2% of donations; 63.2% of the families were
aware of their deceased relative’s wish, and 90.5% were aware that their relative’s wish
helped them make the decision. Women were most frequently responsible for the decision
to donate (55%).
Conclusion. The donation process is experienced by all the family, regardless of who
signs the consent form. At times, it is precisely the discussion about what is conflicting that
will enable the familial decision. The donor’s autonomy alone was shown to be a poor
indicator, as the ones who decide about the donation are the family. This, therefore,
legitimizes the alteration made to Law No. 9,434/97, which gives family members the
responsibility for the decision about organ and tissue donation from their deceased

relatives.
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N THE 1960s, with the advent of transplantation, ques-
tions concerning the limitations of life maintained by

ife-support machines arose. The criterion of death exclu-
ively being cardiorespiratory arrest evolved to include
eath by encephalic criteria. As a result, life and death
atters involve several characters: the patients, the family,

nd the health care staff, in addition to the health institu-
ion. In a symmetrical relation, any decision involves all
hese characters, with the pros and cons of each option.

Death is evidently the object of studies and investigations
n other areas of scientific knowledge. In the biological field,
t is the antithesis of life, whereas in the philosophical-
ialectic field, it is the antithesis of birth.1 Thus, death is not
een as part of the life process, so, when one falls ill,
reatments must be aimed at the quality of one’s life and
ell-being, even when a cure cannot be achieved.2 The legal

egulations concerning the diagnosis of brain death (BD)
hrough the Federal Council of Medicine3 only occurred in
razil in 1991. BD is defined as an irreversible situation of
espiratory and circulatory functions or the irreversible 0
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essation of all brain functions, including the brain stem.4

onsequently, the potential organ and tissue donor could
e defined as a patient who was given a BD diagnosis.
During almost 30 years from 1968 to 1997, a period

nown as “heroic and romantic,” the activity of transplan-
ation was little regulated and developed on an informal
asis in terms of recipient application, transplant allocation,
rgan removal, and distribution criteria.5 Since 2001, after
hanges in the legislation, donation from deceased individ-
als after BD diagnosis has depended on family consent,
hether or not representing the donor’s wishes.6

From the Nursing Department of the Universidade Federal de
ão Paulo–Unifesp (J.S.) and Hospital Albert Einstein (B.d.A.R.),

n Sao Paulo, Brazil.
Address reprint requests to Janine Schirmer, PhD, Rua Na-

oleão de Barros, 566/14, São Paulo, São Paulo, Brasil, CEP:

4024-002. E-mail: janineepm@uol.com.br

0041-1345/08/$–see front matter
doi:10.1016/j.transproceed.2008.03.050

1037

mailto:janineepm@uol.com.br


t
y

B
r
o
t

n
l
m
h
r
s
o
a
c
r
s

a
T
t
p
t
t
t
f
r
m
d
a

i
o
a
i

p
i
2
r

d
s
r
w

M

T
o
i
P
t
o
e

o
d
m
p
d
C

m
O
i

n
q
r

R

T
a
h
a
w
c
t

s
f
g
w
s

t
u
2
T
o

f
g
r

7
f
f
d
t
t
r
a

a
t
r
s
t
b
i
a

1038 SCHIRMER AND DE AGUIAR ROZA
Organ and tissue transplantation is a safe and efficient
herapeutic alternative in the treatment of several diseases,
ielding improvements in life quality and perspective.7

In recent years, the predominant moral principles in
razilian society have been revealed to be possessive,

elentlessly competitive, “profit-above-all” to the detriment
f being and sharing, resulting in a collective supposition
hat is not favorable to organ donation.8

The progress achieved by biology has been so extraordi-
ary that it caused transformations in humanity’s way of

iving and dying itself.9 Even though donation represents a
oral good, altruistic social conduct, one may infer that it

as not been incorporated into morals due to several
easons, such as the discredit regarding the workings and
tructure of the health care system, fund allocation, relation
f trust between health care professional and patient, equal
nd just access, donor/receiver confidentiality, clarified free
onsent, respect for autonomy, protection of life, and the
ecent, innovative character of this therapeutic possibility,
till under development.

Sudden death resulting from severe and acute brain
ggravations is the precursor of multiple organ donation.
hus, families that are going through this situation consti-

ute the first real contact with BD. However, there is no
reparation to experience sudden death that can maintain
he integrity of the familial unit.10,11 Organ donation and
ransplantation take place in this context, so it is no surprise
hey involve feelings that deepen the suffering and pain12 of
amilies, worsening family unit disintegration.10 It can be
ealized, therefore, that organ donation is a complex,
ultifactorial matter that not only has an impact on the

onor, but also on their family, on the recepients family,
nd on society as a whole.

Even with such legal support, organ and tissue donation
n Brazil still shows a low donors rate when compared with
ther locations in the world. In Europe, for instance, there
re about 40 donors per million inhabitants (pmi), whereas
n Brazil there are about five pmi.13

The recent publication in the Brazilian Registry of Trans-
lants points to a decreasing or, at best, stagnating tendency

n the rate of effective donors. There were 532 donors in
006, which corresponded to 5.8 pmi per years; in 2004, this
ate was 7.4 pmi, and in 2005, 6.3 pmi.14

Thus, the individual decision about organ and tissue
onation is everyone’s right, after informed consent, re-
pecting individual rights, as well as the benefit to the
ecipient, who is awaiting on a list, as well as to society,
hich greatly profits from this altruistic action.15

ATERIALS AND METHODS

his descriptive, exploratory study was conducted among families
f organ and tissue donors at 2 years after donation, using

nformation from the Organização de Procura de Órgãos da Escola
aulista de Medicina–OPO-EPM (Organ Procurement Organiza-

ion) between the years of 2000 and 2001. In 2000, 327 notifications
ccurred (0.91 notifications/d), among which 66 donations were

ffected: 10.5 donors pmi/y. Then, in 2001, 354 notifications p
ccurred (0.98 notifications/d), among which 73 were effected (11.6
onors pmi/y), totaling 139 donations. Letters were sent to family
embers to locate relatives of the deceased donors, including a

hone number to contact the hospital that provided the BD
iagnosis. This study was submitted to the Research and Ethics
ommittee, approved under protocol No. 1217/02.
Thus, menses the sample of 69 (49.6%) among the 78 family
embers located from 139 donations from this particular period.
nly two families refused to participate in the study due to a belief

n organ commerce.
Family members who agreed to participate received a question-

aire sent by mail with 33 closed questions and three open-ended
uestions about the donation process. Only seven families did not
eturn the survey instrument.

ESULTS

he majority of donors had experienced cerebrovascular
ccidents as the cause of death (60%), among which was a
igher percentage of women (56.1% against 43.9%), as well
s neoplasms, which were also more common among
omen (3:1). Among men, deaths resulted from external
auses: homicides, traffic accidents, and cranioencephalic
rauma due to a fall.

Among the family members who participated in the
tudy, 55% were men (38) and 45% women (31). These
amily included 46% (29) relatives, including siblings,
randparents, uncles, aunts, and cousins, whereas 3% (21)
ere mothers and fathers of donors, and 20.6% (13),

pouses.
A total of 39.7% (27) of family members had an elemen-

ary school level of education, followed by those who had a
niversity level with 29.4% (20), and high school level with
7.9% (19), whereas 2.9% (2) had no formal education.
his variable correlated with the intention to agree to their
wn donation (P � .004).
The decision of family members concerning the request

or donation in the present study demonstrated that the
reat majority thought that they had sufficient time to
eflect on this choice (P � .550, 81.8% against 18.2%).

Regarding the decision for donation, it was observed that
6.8% (53) of family members were the ones responsible
or the donation (P � .117), including 33.3% (23) of both
amily and donor. In 11.6% (8) of cases, it represented the
onor’s wish and in 7.2% (5), it was the family’s wish, even
hough it was not specified whose decision it was, except for
he fact that it caused familial conflict. Finally 4.3% (3)
espected the donor’s wish, even though this caused conflict
mong family members (Fig 1).

Figure 2 shows that 63.2% (43) of family members were
ware of their relative’s previous wish to donate organs and
issues after death, whereas 36.8% (25) did not know their
elative would like to be a donor (P � .749). This study
howed that 90.5% (38) of family members declared that
hey had previous knowledge about their relative’s wish to
e an organ and tissue donor after their death. This

nformation was instrumental when making a decision
bout donation, whereas 9.5% (4) did not believe that

revious knowledge was useful (Fig 3).
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ISCUSSION

he fact that Brazil has a high level of illiteracy, in addition
o a contigent of semiliterate people, compromises auton-
my, that is, people deciding their own future freely, due to
lack of indispensable and necessary information.9

According to the principles of bioethics, questions such
s the lack of information do not naturally guarantee an
utonomous decision; on the contrary, it results in a much
ess fair decision, caused by the vulnerability of the subjects.

An exercise of autonomy can only exist when knowledge
nd information from the health care staff to the patient are
hared, offering important data, in accessible language, for
ny decisions to be made, guaranteeing power to all mem-
ers of the family involved in this situation.16

Thus, organ and tissue donation should only occur when
here is respect for people’s right to informed consent and
onor or family autonomy. Organ and tissue donation is a
ublic asset that requires sacrifices from those who are alive
nd manipulation and removal of organs from deceased
onors—at present not harming life at all, though this
hould not cause one to lose respect for the donor’s body

ig 1. Distribution of family members of deceased donors,
ccording to responsibility for decision about donation of organs
nd tissues. City of São Paulo, Brazil.

ig 2. Distribution of family members of deceased donors,
ccording to previous knowledge about relative’s wish to be an
trgan and tissue donor. City of São Paulo, Brazil.
nd for the values expressed by the families connected to
he deceased through a life-sharing bond.17

Individuals who have their autonomy diminished are
ontrolled by others or are incapable of deliberating or
cting according to their wishes and plans.18 For some, the
nterests of the living surpass those of the dead. At this

oment, regardless of the paradigm, there is a consensus
n the existence of vulnerability, as an individual does not
ave the possibility to defend his or her own wishes; instead,
thers make this decision.
According to the report on the I Reunião de Diretrizes

ásicas para Captação e Retirada de Múltiplos Órgãos e
ecidos da ABTO (first Meeting on Basic Guidelines for
rocurement and Removal of Multiple Organs and Tissues
t the ABTO) in 2003, the success of the family interview
epends on willingness to donate, quality of hospital service
ffered, and interviewer’s ability and knowledge.7 In the
resent study it was observed by means of statistical analysis
hat family members who were satisfied with the family
nterview showed a 9.53 times greater chance to donate
gain, compared with individuals who were dissatisfied.
urthermore, by analyzing correspondence about the inten-

ion for a new donation, the variable “to have enough time
o reflect” was approached.

The teams responsible for the family interview must have
echnical and ethical competence to deal with moral issues
nvolved in the donation process. It is possible to affirm that
rgan and tissue procurement services must also be respon-
ible for the mourning process of family members, which
egins at the postinterview welcome and ends with the
ccompanied return of the donor’s body to the Death
erification Services or at the Forensic Medicine Institute.

n practice, the donation is experienced by all family
embers, regardless of who signs the donation terms. At

imes, it is precisely the discussion over what is conflicting

ig 3. Distribution of family members of deceased donors,
ccording to influence of previous knowledge about relative’s
ish to be an organ and tissue donor on the decision for
onation. City of São Paulo, Brazil.
hat enables the family decision, as shown by the results,
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1040 SCHIRMER AND DE AGUIAR ROZA
here 46.0% of family members other than the mother,
ather, or spouse were responsible for the decision.

In the present study, the donor’s autonomy alone was a
oor indicator, as it was the family’s decision. Thus, legiti-
izing the alteration made to Law No. 9434/97 from 2001,
hich returns the responsibility for the decision about
onating the organs and tissues of the deceased to their
amily members.

A recent study performed by Sheehy et al reviewing
ecords of 36 American organ procurement organizations
howed that 54% of decisions about donations were made
y the family, regardless of the donor’s wishes.19 The
esponsibility for the decision about donation has a decisive
nfluence on new donations. The statistical analysis showed
hat the decision of the family or of the family in conflict
as the variable that was closest to a favorable response.
nemployment had a relation to the response “would not

onate again,” just as did the fact that the family member
as a woman.
In conclusion, in the analysis of multiple correspondence,

he variables that were closest to family members being
illing to donate again were the following: The decision to
onate coming from the family (43.5%), even among family
embers who were conflicted (7.2%), and to have sufficient

ime to reflect.
The donation is experienced by all family members,

egardless of who signs the consent form. At times, it is
recisely the discussion over what is conflicted that enables
he familial decision. The donor’s autonomy alone showed

poor indicator, because it was the family who decided.
hus, the legitimization by the alteration made to Law No.
434/97, which returns the responsibility for the decision
bout donating organs and tissues of the deceased to their
amily members seems appropriate.
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