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Results: The study emphasized that the main reasons for the refusal are: incomprehension regarding the brain
death diagnosis (21%), religion (19%), lack of technical competence of the team (19%), long process (10%),
the deceased was a non-donor (9%), fear of mutilation (5.2%), being buried as the person came to this world
(3.4%), quality of the service (3.4%), decision of a single member of the family (3.4%), negative previous
experience from another donation process (1.7%), body transfer (1.7%).
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regarding the brain death diagnosis, aspects related to religion and lack of preparation of the professional who
performed the interview.
Submitted
July 3,2013 Resumo
Accepted Objetivo: Avaliagdo das causas de recusa familiar para a doagéo de drgéos e tecidos.
September 2, 2013 Métodos: Trata-se de um estudo transversal correlacional sobre as causas de recusa familiar para a doagéo

de drgdos e tecidos. Para andlise dos dados foi utilizado o teste Qui-Quadrado e o t-Student.

Resultados: A pesquisa destacou que 0s principais motivos de recusa relacionados sdo: ndo compreensao do
diagndstico de morte encefalica (21%), religiosidade (19%), falta de competéncia técnica da equipe (19%),
tempo longo processo (10%), falecido ndo era doador (9%), medo da mutilacdo (5,2%), enterrado como
veio ao mundo (3,4%), qualidade do atendimento (3,4%), decisdo de um unico membro da familia (3,4%),
experiéncia negativa em outro processo de doacgao (1,7%), transferéncia do corpo (1,7%).

Conclusdo: As causas de recusa familiar estdo ligadas a ndo compreensao do diagnostico da morte encefalica
pelos familiares, aspectos ligados a religido, despreparo do profissional que realizou a entrevista.

Corresponding author
Jodo Luis Erbs Pessoa
Napoledo de Barros street, 754, Vila

Clementino, Séo Paulo, SP, Brazil. Zip 'Escola Paulista de Enfermagem, Universidade Federal de Séo Paulo, Sdo Paulo, SP, Brazil.
Code: 04024-002 Conflicts of interest: Roza BA is an associate editor at Acta Paulista de Enfermagem and did not participate in
joaoerbs@gmail.com the process of evaluation of the manuscript.

Acta Paul Enferm. 2013; 26(4):323-30. E



Evaluation of the causes for family refusal to donate organs and tissue

Introduction

The word transplantation was first used in 1778, by
John Hunter, a researcher, anatomist and surgeon
who described in detail his experience with repro-
ductive organs in animals." Almost two centuries
later, the world heard of the first successful trans-
plantation performed in human beings.

Transplantation cannot be performed without a
donor, and in this complex process there has been
an increase in the number of active patients regis-
tered in the Brazilian technical database while the
number of donors remains low.

In Brazil, the number of active patients in the
Brazilian technical database waiting for the trans-
plantation of a solid organ, in 2012, was 26,662,
with a reduction of approximately 4% compared
with the numbers of the previous year.? Still in
2012, the country reached a historical mark of
2,439 donors, reaching a rate of 12.7 donors per
one million inhabitants.”

The rates of family refusal have increased signifi-
cantly in the last four years. In 2012, 2,315 families
refused to donate the organs and tissue of a deceased
family member, which corresponds to 28.8% of family
refusal if calculated on potential donors, but when the
denominator used is the number of family interviews
performed, the rate of family refusal rises to 41%.%

According to a survey on the Brazilian transplan-
tation records, between 1998 and 2012, there were
21,120 families who decided not to donate. If 80%
of these families had accepted the donation and, if it
was possible to recover four organs from each donor,
67,584 patients would have been transplanted.

In 2012, as per the report of the transplantation
center of the state of Sio Paulo, 37.7% of the pa-
tients who waited for a heart transplant and 33% of
those who waited for a liver transplant died without
having the opportunity to receive the transplant.

The autonomy of the family must certainly be
respected, and every family member has the right
to take a stand as for the donation. Regardless their
opinion, this family must be respected and followed
up so as to assimilate grief better.

The purpose cannot be only the donation, as it
is necessary to have a greater concern towards the
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family who is frail and experiencing a delicate and
conflicting moment triggered by the grief process.
The efforts/attention must be turned to the family,
but not in the sense of convincing them, even be-
cause the donation of organs is a task of embrace-
ment rather than convincing.

The process of family decision at the time of the
interview to request the donation of organs and tis-
sue of the deceased family member transforms the
relationships of the society with the theme, because
dying begins to represent a new paradigm over the
value of the body, given that a donation may save or
increase the survival of ill people.®

In order to identify the pathways of the donation,
there is an inexorable need to understand the experi-
ence of the family, which happens in a context of in-
terpersonal relationships that affect beliefs, emotions,
behaviors and decisions. Brain death and organ dona-
tion are contemporaneous cultural practices.”

A study developed with the aim to evaluate the
knowledge of individuals regarding brain death and
its impact on the decision to donate revealed that
these individuals did not understand the concept
of brain death, which resulted in low trust in the
diagnosis of brain death and in the capability of the
physician to provide a correct diagnosis, thus influ-
encing the donation decision negatively.®”

The lack of knowledge of the lay population and
people from the health area regarding the process of
organ donation is pointed by countless studies as be-
ing one of the reasons leading families to refuse to do-
nate organs and tissue from the potential donor with
brain death, as well as not knowing the deceased fami-
ly member’s wish as for the organ donation theme.®?

The request for organ donation has a significant
impact on the families, with effects that last long af-
ter the death of the loved one, regardless the decision
made (to donate or not to), as the process as a whole
is a complex and life-changing experience for them."¥

The concept of organ recovery and donation
should be extended to the care of the family, so as
to understand what they are going through and to
minimize their suffering, regardless the answer to
the donation request.""?

The objective of this study was to identify and
analyze the causes for the family refusal to the re-



quest for donation of organs and tissue of deceased
family members after the diagnosis of brain death
in the organ and tissue procurement organization
(OTPO) of the state of Sao Paulo, southeast Brazil,
between 2009 and 2010.

Methods

This is a cross-sectional study regarding the causes
for family refusal to donate organs and tissue, devel-
oped in the organ and tissue procurement organiza-
tion (OTPO) of the Sao Paulo Hospital/Teaching
Hospital of the Federal University of Sao Paulo, us-
ing an adaptation of an instrument used with fami-
lies of deceased donors.!”

In 2009, this service was notified on 431 cases
of potential donors with brain death and, among
those, 100 became effective donors and 79 families
refused to donate the organs of their deceased fam-
ily member. In 2010, there were 470 notifications,
with 166 donors and 103 refusals.®

The study sample was selected with a
non-probabilistic strategy by convenience, in-
cluding family members who accepted to partici-
pate in the study voluntarily.

This sample consisted of 42 families who ac-
cepted to participate in the study, from a total of 52
families located among the 182 families that refused
to donate the organs and tissue of a deceased family
member in the years of 2009 and 2010, in the re-
gion of the studied service.

Data were collected by means of interviews, with a
structured script that was completed at the moment of
the interview. Professionals who work in the donation
and transplantation area validated the instrument.

The results were analyzed using parametrical
and non-parametrical statistical tests.

A descriptive analysis of the study variables was
performed to characterize the profile of the inter-
viewees and to evaluate the several characteristics
pointing to a change in opinion as for a new possi-
bility of donation.

The characteristics of the interviewees were
identified by means of descriptive statistics. Qual-
itative variables were described using absolute (n)
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and relative (%) frequencies, whereas mean and
median values were computed for the quantitative
variables; with the minimum and maximum stan-
dard deviation being the measure of variance.

Student’s t test was used to analyze and verify
the difference of the quantitative variables evaluat-
ed between the groups that changed, or not, their
opinion regarding a new possibility of donation,
considering a 5% level of significance. Therefore,
the authors considered there was a difference in the
groups that assumed the value of p<0.05.

Qualitative data were analyzed to determine
whether there was an association between the vari-
ables, compared with the group of interest, which
consisted on those who would change or not their
opinion towards donation. The chi-square test was
used in this type of comparison, considering a 5%
level of significance. Therefore, statistical signifi-
cance was considered in groups with p<0.05.

The study development complied with national
and international ethical guidelines for studies in-
volving human beings.

Results

The mean age of the potential donors with brain
death was 41.2 years, ranging from a 12-day-old
child to an older adult aged 82 years. Most of them
were men 63%. The main causes of death were:
48% stroke, 42% traumatic brain injury and 10%
tumor of the central nervous system. The mean age
of the interviewees was 40.7 years.

The kinship relations of the family members
with the deceased were: 31% first-degree relatives,
33% second-degree relatives, 5% third-degree rel-
atives, 14% spouses and 17% fourth-degree rela-
tives. Regarding the level of education of the family
members: 29% completed primary education, 33%
completed high school, 36% graduated and 2%
had a Ph.D. degree.

Regarding their marital status, most (38%) were
married, 26% were single, 12% were divorced,
19% were widowed and 5% had a common-law
marriage. As for their origin: 64% were from the
southeast, 31% were from northeast and 5% from
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the south. Most of the family members were em-
ployed, 64% and 36% were unemployed.

Most of the families, 48%, had an income be-
tween one and three minimum wages, 19% of the
families earned between three and five minimum
wages and the other group of 19% earned over five
minimum wages. Most of the families, 64%, de-
clared they were Catholic, 17% were Protestant,
7% claimed to be Christians and 12% mentioned
other religions. A total of 66% of the interviewees
claimed to practice their religion.

Regarding the process of organ donation; 93%
of the family members were aware of the cause of
death of their next-of-kin. The opening informa-
tion of the protocol of brain death was given to
83% of the families (Figures 1 e 2).
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OTPO team

Figure 1. Requestor in charge of the family interview
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Figure 2. Place of family interview

The time to make the decision was considered
insufficient by 43% of the families. Among the in-
terviewees, 63% did not know the will of the de-
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ceased regarding organ donation, and among the
36% of those who knew the will of the deceased,
60% were donors.

The process of decision-making, in this case the
family refusal, was a responsibility of 40% parents,
22.5% siblings, 22.5% spouses and 15% children
(Figure 3).

A great number of the family members, 67%,
changed their opinion and would currently decide
to donate, 7% of the family members did not man-
ifest their opinion. Among those who changed their
opinion, 93% pointed they did so because organ
donation saves lives and helps people.

The analysis of the degree of kinship of the fam-
ily members with the deceased revealed that 64%
were related until the second degree and, if added
to spouses, this number goes up to 78%. This is an
important information since only family members
until the second degree of kinship and spouses are
authorized to donate the organs and tissue of a fam-
ily members as per legal determination.!"”

A great number of the interviewees, 31%, was
from the northeast and 64% were from the southeast.

Regarding religion, 64% of the interviewees
claimed to be Catholic, 16% were Protestant and
8% were Christians, the remaining 12% claimed
they practiced other religions.

More than 93% of the family members inter-
viewed were aware of the cause of death of their
loved one, and were able to identify that the brain
death was a consequence rather than the cause. In
addition, 83% of the family members were notified
as for the opening of the protocol of brain death, as
determined by law."®

Most of the interviews were performed by pro-
fessionals from the organ and tissue procurement
organization (46%).

The place chosen for most of the interviews (68%)
was an appropriate environment, which assured the
minimum privacy necessary for the family members.

Nearly half of the interviewees (43%) under-
stood that the time they had to make a decision as
for the donation was not enough.

The great majority of the interviewees (64%)
was not aware of the will of their loved one as for
the donation of organs.
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Incomprehension regarding the brain death diagnosis | 21

Religion | — 19

Lack of technical competence of the team | — 19

Long period of time to return the body |—] 10.2

Nondonor deceased | 8.6

Fear of mutilation/ Intact diceased |———— 8.6
Quality of the care provided —— 34
Decision of a single family member [ 3.4
Impossibility to meet the recipients [
Negative experience in a prevous organ donation process |
Body transfer to another hospital [
Fear of the reaction of other family members |

17
17
17
17

Figure 3. Reasons for refusal

At the time the interviewees were questioned on
whether they would change their opinion, 70% of
them stated they would currently decide to donate.
The greatest percentage of the interviewees who would
change their opinion in the group of family members
who knew the will of the deceased regarding donation
had a statistical significance of p<0.007.

( Discussion

The limitations of this study are related to its
cross-sectional design, which does not allow the es-
tablishment of causal relations. The characteristics
presented regarding the age and cause of death of
the potential donors with brain death are similar
to those presented by the Brazilian Institute of Ge-
ography and Statistics (IBGE, as per its acronym
in Portuguese). The main cause of death in Brazil
is attributed to circulatory system diseases 28%
(285,543 deaths), followed by neoplasms 14%
(140,801 deaths). Among the circulatory system
diseases, 32% (90,930) are caused by cerebrovas-
cular diseases and 30% (86,791) by ischemic heart
diseases.!”

The epidemiological profile of the potential
donor also changed along the years, and traumatic
deaths are no longer the main cause of death. These
changes implicated in a new attitude on the part of

the transplantation teams, which had to adapt to an
older donor, with more comorbidities.

Among the reasons for refusal pointed out by
the interviewees, the poor knowledge of family
members regarding this subject stands out. In the
situation of incomprehension of the brain death di-
agnosis, which is pointed out as the main cause for
refusal, the individuals involved cannot understand
how a body that presents heart beats, breaths (on
support equipment) and sometimes is even warm
may be dead.

Regarding the refusals related to religion, it is worth
highlighting that up to the present date no religion in
Brazil has adopted an unfavorable stand towards the
donation of organs and tissue. This study allowed to
observe that the individuals involved are the ones who
perform personal interpretations of doctrine books. In
Brazil, a greater predominance of the Catholic religion
is observed, followed by Protestants.”

The personal interpretation of biblical excerpts
may cause an unfavorable attitude towards dona-
tion, as well as in case the religious leader is against
or does not take a favorable stand towards donation.
This concept is confirmed by a study stating that
when the religion takes a favorable stand towards
organ donation, their followers present a greater
motivation to perform the donation."

A study revealed that, among the causes iden-
tified for the family refusal to donate organs and
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tissue, religious beliefs/miracle were responsible for
22.2% of the negative decision of the family.*?

Another study indicated that individuals who
described themselves as having strong religious
beliefs had a less favorable opinion towards organ
donation, being more inclined to oppose to the do-
nation of organs and tissue.?? Individuals who had
less religious beliefs, on the other hand, had a great-
er inclination to donate their organs and tissue.??

Another pertinent reason mentioned by 26% of
the interviewees as the cause to refuse to donate was
the lack of technical competence of the profession-
als who conducted the interview.

It is worth highlighting that the professional in
charge of the interview does not always find an ap-
propriate environment to talk to the family, due to
the lack of hospital structure.

The professionals who work in the donation area
emphasize that there are not courses, case discus-
sions and/or exchange of experiences for professionals
working in this area. The establishment of groups and
courses to qualify professionals would minimize errors
and facilitate the practical learning.®”

Countless studies point to the need to train and
qualify the professional responsible for performing
the family interview.1%11:1529

A study developed with family members of do-
nors and nondonors revealed that the conduction
of the family interview by a professional from the
donation area (who works and has experience in
this field) was crucial for the decision to donate
the organs and tissue of a loved one. On the other
hand, when this professional is less considerate, the
families become less willing to donate.®

The family needs some time to think about the
possibility of donating and to assimilate everything
they are going through, the death of a family mem-
ber and the request for donation.?”

A great number of the family members point-
ed that the period of time to return the body so
that they would start the funeral preparations is too
long, as the interviewees claimed the mean time re-
quested to return the body is 24h.

In some situations, the notifying hospital does
not allow the recovery of the organs of the poten-
tial donor with brain death to be performed in the
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hospital, and the body has to be transferred to the
hospital where the Organ and Tissue Procurement
Organization is established. This transfer is also
pointed as a reason for refusal.

Family members are not supposed to under-
stand the entire physiology of the brain death di-
agnosis, however, they must be able to understand
that brain death equals death.

Almost all reasons for refusal pointed out by
the family members are susceptible of interven-
tion with training and education. It is still nec-
essary to invest in the qualification of profession-
als who work in the donation field, mainly those
who are involved in the care of the potential
donors with brain death. Countless campaigns
indicate the need for people to talk about the do-
nation subject in their family environment, be-
cause when the next-of-kin knows the will of the
deceased it is easier to make a decision, and this
will is mostly respected.

The human factor involved in the donation pro-
cess is a determining factor that facilitates the fami-
ly’s decision-making process.

The change of opinion observed in almost
70% of the interviewees is motivating, which leads
to believe that even the families who have already
refused a donation request at some point may
change their convictions.

A factor of relevance in this study, with a sta-
tistically significant result, was the greater per-
centage of interviewees from the southeast region
who changed their opinion regarding the donation
(p<0.022), and claimed they would accept to do-
nate the organs of a family member if a new episode
took place in their family.

As already pointed by other studies, the
knowledge of the will of the potential donor with
brain death provides family members with more
confidence at the time of deciding on the dona-
tion, as the will of the loved one is respected in
most cases. Despite that, this study pointed that,
among those who knew the will of the deceased,
60% did not respect the will of their loved one
to be a donor.

Nevertheless, the knowledge of the will of the

deceased was a determining factor in the group that



changed their opinion, with a statistically signifi-
cant difference of p<0.007.

‘The main reason pointed out by family members
to support their change of opinion regarding organ
donation (70%) was based on the understanding
that the donation saves lives and helps people who
have the transplantation as their only alternative.
This feeling perceived by the families shows that we
are on the right path.

Conclusion

The causes for family refusal are associated with the
incomprehension of family members regarding the
brain death diagnosis, aspects related to religion
and the lack of preparation of the professional who
performed the interview.
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