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ABSTRACT

The family is an important factor that influences an individual’s decision for organ donation. The number
of studies addressing the family’s role in organ donation is limited. It is imperative to explore these studies
and offer recommendations that may help in addressing organ shortage. 15 studies with more than 2100
participants were selected for a systematic review. The studies were accessed by searching three databases:
MEDLINE, Elsevier, and PsycINFO. This systematic review indicates that knowledge about brain death and the
circumstances surrounding organ donation and transplantation are the most important factors that affect a
family’s decision regarding organ donation. Educational efforts targeting the family should be initiated, which
can then guide the family’s decision on organ donation. We suggest that educational efforts be consistent
with other factors such as religious beliefs that influence the family’s decision.
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Introduction

Many factors are considered when an individual is making
a decision on organ donation. A systematic review of 18
studies involving 1,019 participants revealed that there
are eight main factors that influence an individual’s
decision regarding organ donation. They are relational
ties, religious beliefs, cultural influences, family influences,
body integrity, interaction with the health-care system,
knowledge about organ donation, and reservations about
the process of organ donation (1).

Of these eight factors, the family is the most important.
It is universally accepted that the family is responsible
for shaping an individual’s ethical considerations.
Consequently, it can have a bearing on a person’s
willingness to donate organs. There have been only a
very limited number of studies focusing on the family as
the fundamental decision-making institution on organ
donation. This paper aims to examine how the family
institution plays a role in influencing the decision to donate
organs.

There are three main reasons why we should focus on
providing the family with information on organ donation
if we are to improve organ donation. Firstly, the family can
influence an individual to become a related living organ

donor. Families are genetically and emotionally related to
the patient, and they are often referred as potential donors
before an appeal for organ donation is made to the public.
Secondly, the family can provide the ethical basis and
influence on an individual’s decision to donate organs. The
family, for instance, can influence the individual to sign up
for organ donation. Thirdly, the family plays a major role in
deciding on deceased organ donation. In this context, the
family is the final decision maker and have the legal right
to overrule the consent of the deceased for organ donation
made whist still living. This is the legal procedure in most of
the countries with organ donation systems (2). In Malaysia,
forinstance, the Human Tissue Act 1974 stipulates that the
family’s consent has to be taken before procuring organ(s)
from the body of their loved ones, even when the deceased
had registered to donate his organs before his death.

Taking into account the above arguments, it is thus
imperative that we analyze the literature on the influence
of the family in organ donation. Three things are of interest
to us. We would like to identify from the literature the
various factors that determine families’ decision about
encouraging living related organ donation. We would also
like to examine the significance of the role various family
members play in allowing relatives to pledge for organ
donation. Finally, we would like to locate in the literature
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the factors that could contribute to a family’s willingness
to give consent to donate their relative’s deceased organs.
By focusing on these three issues, we hope that this
systematic review will shed further light on the direct and
indirect impact of the family on organ donation. The direct
impact comes from the family role in allowing organs to
be harvested from the deceased family member, while the
indirect impact stems from the family’s influence on the
individual’s decision to become an organ donor.

Methods

We reviewed and summarized 15 journal articles. We
focused on three themes that were of concern to us. The
first involved factors that influence a family’s decision
to encourage living related organ donation. There were
seven studies, with more than 4,000 participants. The
second concern involved factors that influenced families’
decision to allow relatives to become organ donors. We
identified two papers, with views from 155 respondents.
The third concern involved factors that influenced families’
consenting to deceased organ donation. We chose three
articles with views from 550 respondents.

The articles were selected from three online databases,
namely, MEDLINE, Elsevier, and PsycINFO. We used
keywords such as “organ,” “deceased donation,” “living
related,” and “family influence” in order to retrieve relevant
studies for each of the themes.

Results

As mentioned in the Methods section, we divided the
literature into three groups based on factors influencing
a family’s decision about organ donation: becoming living
donors, allowing a relative’s pledge for organ donation, and
allowing a deceased relative’s organ donation.

(i) Becoming living donors

Previous studies looking at the family’s role in influencing
the decision to become a living donor can be grouped
into emotional and nonemotional factors. In a literature
review, Conrad and Murray (3) found that kidney recipient’s
emotional outlook is critical in determining the family’s
ability to influence living related organ donation. They
concluded that kidney recipient’s negative feelings and
expressions played an important role in the family’s ability
to encourage living related organ donation.

Stothers et al.’s (4) study on 27 previous living donors and
387 relatives of patients listed on waiting lists for organs
discovered that the ability of families to encourage living
related organ donation could be due to pressure from
constant requests. Pressures are often felt by would-
be organ donors when family members or medical
professionals made direct requests for living donation to
the potential donor. Approximately 4% of living donors
cited family pressure as the reason for them making an
organ donation (4). Jacobs et al.’s (5) analysis of 524
previous living donors’ responses revealed that the donors
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were more likely to feel pressured to donate if the recipient
were a sibling or an offspring.

Rodrigue and Guenther’s (5) review of the psychology of
live liver donors found emotional concerns as the main
factor influencing family members to agree on living organ
donation, where the emotional links with the recipient
often encouraged families to save or improve the quality of
their loved one’s life. Potential donors were also inspired to
become living related organ donors because of feelings of
responsibility, duty, or internal pressure to do the morally
correct thing for their family members.

Some studies found that nonemotional rather than
emotional factors influenced the decision on living organ
donation. Lee et al. (7) concluded that knowledge of organ
donation and transplantation determined the likelihood of
family member to become a living donor. Their research
collected responses from 209 individuals and found that
the lack of knowledge about organ donation was one of the
most important factors that discouraged one from being a
living related donor. About 42% of the respondents, who
had hesitated to donate (92 of 209 respondents) cited that
the lack of information was a source of anxiety for them
when deciding to donate their organs. The other reasons
revealed by respondents that were indirectly related to the
lack of knowledge of organ donation were the fear of pain
and complications, death after surgery, and the inability to
maintain a normal life after donation.

Another study cited the age of the family members as a
determining factor in an individual’s willingness to be living
organ donor. Yang et al. (8) looked at the case of living organ
donation in China for 302 family members of kidney failure
patients. They found that the attitudes toward living related
kidney donation were highly influenced by nonemotional
factors, for instance the age of the family members. The
study found that the respondents who were 45 years old
and above were more in favor of organ donation than those
aged 35 years and below. Besides the age of the potential
donor, Yang et al. also confirmed Lee et al.’s results on
the importance of knowledge of organ donation as a
determinant of the willingness regarding living donation.

(ii) Allowing a relative’s pledge for organ donation

Getting the family to understand organ donation is an
important avenue to encourage organ donation from
related members of the family. Various studies have
reported that some individuals abstained from being organ
donors merely because they failed to obtain permission
from family members. A study on the attitudes of 141
Muslim Indo-Asians in West London toward transplantation
in the United Kingdom found that most of the participants
did not allow their children to obtain a donor card (9). One
of the female respondents in the study stated that she
had no objection in donating her organs, unlike her father
who objected to her decision on donating organs. Another
female respondent stated that she could not decide on
the donation because it required permission from her
husband. A study by Morgan et al. on 14 men and women



REVIEW ARTICLE

of Caribbean descent, living in South London, reported that
the fear brought about by the family members about body
integrity and the thought of the body being “cut up” were
some of the reasons why individuals chose not to support
their relatives becoming donors (10).

(iii) Allowing deceased relative’s organ donation

Three studies suggested that there were modifiable
factors, which, if properly handled, could lead to families
giving consent for deceased organ donation. The review of
Simpkin et al. of 20 selected studies pertaining to alterable
factors that influenced a family’s decision on organ
donation suggested three main factors. The first factor
was inadequate knowledge of organ donation and brain
death; the second was the process of requesting consent,
the “who, when, and where” to request the consent; and
finally, the effect on the prospective donor’s health (11).
In this context, Orgy et al.’s interviews with 16 nurses, 12
physicians, and 4 hospital chaplains concluded that the
main problem faced in delivering the message of organ
procurement from a deceased donor was choosing the
most appropriate time to raise the issue to the deceased’s
family (12).

Ghorbani et al. (13) reported on the causes of family’s
refusal for organ donation and found that the poor
acceptance of brain death was the major reason for a family
to refuse organ donation. The study, which was conducted
on 81 families of potential organ donors who had refused
organ donation, found that 44.4% of the families indicated
that uncertainty of the brain death circumstances was one
of the reasons for not allowing deceased organ donation
by their family members. Other factors such as unknown
donor wishes and religious issues were also stated as
leading reasons toward family’s objection to deceased
organ donation.

Organ trading has become a global concern in the last few
decades, and many regulations have been introduced to
fight this unethical practice in many countries. Families
feared that their loved ones’ organs—if they consent to
donate—would not be used legally and ethically and have
refused organ donation. Ghorbani et al. found that 9.9%
of families refused to donate their love ones’ organs due
to fear of organ sale (13).

Siminoff et al’s study on 49 family members pointed out
that there were other reasons for a family’s disapproval of
deceased organ donation. These reasons included families’
lack of knowledge of the deceased’s organ donation
wishes, family members’ lack of knowledge about the
extent of the patient’s brain injury, and the inability of
medical professionals to clearly communicate to the family
members on the extent of the patient’s brain injury (14).
Another study on 420 cases of deceased organ donation
decision-making also revealed that communication among
family members on organ donation was an important
criterion, which influenced family members’ decision to
allow for deceased organ donation. The study found that
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families that conducted frequent conversations on organ
donation were more likely to donate (15).

Discussion

This paper sets out to look at the influence of the family
in determining organ donation. The family factor of organ
donation is discussed from three aspects: encouraging
related living donation, allowing a family member to
pledge to donate organs after death, and consenting to
deceased organ donation. In a collective point of view of
the three aspects, we found from the literature that there
are various factors that can influence a family’s decision on
organ donation. The factors can be categorized based on
theirimportance as noted in the literature. In this context,
knowledge about organ donation and transplantation
and the pertinent circumstances surrounding them have
been most cited among the studies reviewed in this
paper, to affect all three themes discussed in this paper.
This highlights the vital role of family education on organ
donation and transplantation in influencing the rate of
deceased and living organ donations.

Emotional factors, including the feelings of sympathy
toward a family member who is in need of an organ, also
play a crucial role in determining the willingness of an
individual to become a living donor, especially among
relatives. There are many other factors cited in the
literature influencing the family’s decision regarding organ
donation, such as the procedure/process of getting consent
from the family members in the case of deceased donation,
the fear of organ trading, religion-related matters, and
others. The analysis of the literature puts family education
central in any initiative to increase organ donation rates.
Future studies should be focused on methods of delivering
information to families, to enable them to resolve their
organ donation issues (see Table 1).

Table 1: Factors influencing family decision on living and
deceased organ donation.

Factor Study

Knowledge about brain death and (7), (11), (13), and (14)

organ donation and transplantation.

Emotional factors (2), (3), (4), (5), and (6)

Others

The request process of organ (12) and (13)

procurement

Body integrity (1), (20), and (13)

Fear of organ trading (11)
Religious matters (112)
Communication among family (15)
members

Donor’s age (8)
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This paper provides a precise summary of recent literature
findings on family’s decision making on organ donation.
The studies included in this article were randomly selected
from the limited number of available studies pertaining to
the scope of this research. A wider systematic search of the
literature may provide a more comprehensive review on
this topic. We believe however that our review provides
important guidelines for future research in this area.

Conclusion

We conclude that the improvement of organ donation
rates through the family channel requires adequate
and appropriate efforts to educate people about organ
donation and transplantation, especially on brain death
and the circumstances surrounding the issue. The lack of
knowledge is the factor which may impede organ donation,
whether living or deceased. In the case of living donation,
more often than not, emotional factors influence not
only an individual to become an organ donor but also a
family’s decision to put pressure on the prospective donor.
However, the review suggests that emotional factors must
be complemented by knowledge of living donation.

In the case of deceased organ donation, it is most important
to educate the family members about the definition and
condition of brain death, besides disseminating information
regarding organ donation, such as body integrity, religious
acceptance toward organ donation, as well as the process
of organ procurement. Choosing the right time to request
the family’s consent to donate their loved ones’ organs is
crucial in this context.

Given our understanding of the importance of knowledge
in influencing a family’s decision and acceptance toward
organ donation, it is of fundamental concern to tackle the
issue of dispersing information to the family members. We
suggest that future studies focus on answering the question
of “what are the appropriate educational methods to
enhance family knowledge about organ donation and
transplantation?”
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