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Abstract

Background: The number of patients with chronic renal failure awaiting kidney transplantation has been increasing in the country.
There is a great awareness regarding the importance of kidney donation among family members and the public at large. But little is
known about their reluctance to donate kidney.

Aim: The aim of this study was to explore and describe barriers to living kidney donation among relatives of patients with chronic renal
failure undergoing haemodialysis in one of the provinces in South Africa.

Methods: The study used qualitative, descriptive, exploratory and contextual design. Purposive sampling was carried out to select close
family members and relatives of patients undergoing haemodialysis. Data was collected through individual face to face in-depth inter-
views with 25 participants. Interviews were recorded and analysed using thematic content analysis approach.

Results: This study identified six major barriers to living kidney donation among relatives of patients with chronic renal failure undergo-
ing haemodialysis. They included: cultural beliefs, mistrust, fear, lack of information, being old, and pre-existing medical conditions.
These barriers are well documented in the literature.

Conclusion: The study has direct implication for the quality of life of patients with chronic renal failure. Kidney transplantation is asso-
ciated with drastic improvements in survival and quality of life as well as considerable cost savings, compared with haemodialysis or
peritoneal dialysis. It cannot be achieved without organ donors. Therefore, extensive public education aimed at ad-dressing factors re-

straining people to donate organ is needed.
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1. Introduction

Chronic renal failure is increasingly being recognised as a global
health problem. Chronic renal failure, also known as chronic kid-
ney disease is a progressive, irreversible renal function in which
the body fails to maintain metabolic, fluid and electrolyte balance,
resulting in uraemia or azotaemia (Smeltzer et al. 2008). It causes
an inexorable attrition of nephron function leading to end-stage
renal disease or end-stage renal failure. In turn, end-stage renal
failure represents a clinical state in which there has been an irre-
versible loss of endogenous renal function (Erdie et al. 2010).
Authors (White et al. 2008) argued that the recognition of chronic
kidney disease as a public health problem has evolved, in part,
from the acceptance of the conceptual model, definition, and clas-
sification of chronic kidney disease or chronic renal failure pro-
posed by the National Kidney Foundation and the Kidney Disease
Outcome Quality Initiative in 2002. However, the lack of national
registries and representative surveys, make it difficult to estimat-
ing the burden of end-stage renal disease in low and middle in-
come countries.

A growing body of literature has demonstrated that although renal
replacement therapy for patients with chronic renal failure is cost
effective, this disease continues to impact on health-related quality
of life. White et al (2008, p229) maintain that “the global burden
of end-stage renal failure is concealed behind the statistics which

reflect only the number of people treated, not those who die of
kidney failure. The number of patients with chronic renal failure
awaiting kidney transplantation is drastically increasing and living
donor kidney transplantation is the treatment of choice and has
economic and quality-of-life advantages. The success of kidney
transplants depends on a constant supply of suitable donors. Insuf-
ficient organ donors results in the increase of the number of pa-
tients undergoing haemodialysis and saturation of haemodialysis
units. Saturation of the haemodialysis units can only be curbed if
relatives come forward for live-related transplants.

It is known that organ donation is influenced by several factors.
Insufficient organ donor and transplant programs, the structural
issues within the health systems, and the cost of pharmaceuticals
are identified as barriers to the delivery of efficient and cost-
effective renal replacement therapy (Yang 2007). In addition, the
traditional belief about the body having to remain intact to enter
the spirit world has been cited as a barrier to the concept of kidney
donation (Andrews 2008). These issues cannot be ignored by
health professionals. The understanding of these barriers may
assist the health professionals in designing interventions aimed at
strengthening the organ and transplant programs, thereby increas-
ing the pool of organ donors.

This study focused on the relatives of patients with chronic renal
failure who were undergoing haemodialysis in the province of
KwaZulu-Natal in South Africa. The province has only three pro-
vincial hospitals that offer haemodialysis to patients with chronic
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renal failure that are awaiting renal transplantation. The aim of the
study was to explore and describe barriers to kidney donation
among relatives of patients with chronic renal failure undergoing
haemodialysis in one of the provinces in South Africa.

2. Methods

2.1. Design

A qualitative descriptive design was used to explore and describe
barriers to kidney donation among relatives of patients suffering
from chronic renal failure. A qualitative design allows the re-
searchers to uncover the individuals’ subjective perceptions and
interpretations of a phenomenon in a real life situation (Polit &
Beck 2012). In this study the researchers were interested in under-
standing barriers to kidney donation as perceived by people who
are closely related to the patients waiting for kidney donation.

2.2. Setting

The study was conducted in one of the provinces (KwaZulu-Natal)
of South Africa. They were only three hospitals with haemodialy-
sis units in province during the study period. All three were in-
cluded in the study.

2.3. Population and sampling

The population of this study consisted of the relatives of patients
suffering from chronic renal failure that were waiting for kidney
donation and undergoing haemodialysis in three public hospitals.
Purposive sampling was used to select the relatives of the above
patients who met the following inclusion criteria: (1) be a near
relative to the patients and having accompanied the patients to the
haemodialysis unit at least once in the past three months; (2) be
more than 18 year-old and mentally fits; and (3) be able to speak
English and willing to participate in the study. Forty-five relatives
met the above criteria and were considered for interviews. They
were identified by the researchers while accompanying the pa-
tients at the haemodialysis units.

2.4. Data collection

The researchers used semi-structured individual interviews to
collect data between November 2011 and March 2012. The inter-
view schedule included one main open-ended question “what do
you consider as barriers to donate kidney to your sick relative as
prescribed by the doctor?” Probing questions were used when
appropriate to enhance the richness of data. All the participants
agreed to be interviewed at their residences. Each interview lasted
between 40 to 45 minutes. The researchers used field notes to
capture body language and facial expression of the interviewees.
Data collection ceased after 25 interviews when saturation of
themes was reached.

2.5. Data analysis

The interviews were digitally recorded; checked for quality, and
immediately transcribed verbatim in order to refrain from missing
relevant data. A follow-up was held to review and verify the tran-
scripts with the informants the following day. The researchers
used thematic content analysis to process the transcribed data
(Creswell 2013).The emerged theme and sub-themes were organ-
ized and interpreted to draw relationships between codes to aid
easy presentation.

2.6. Ethical considerations
The study received ethical clearance from the Ethics Committees

of the Department of Health Studies, University of South Africa,
and the National Department of Health. The researchers adhered

to all ethical principles related to research involving human sub-
jects. Participants were informed about the study, their rights to
free participation, confidentiality, privacy, and to withdraw from
the study at any time. Written and signed informed consent was
obtained from the participant before the interviews. Data collected
were treated with confidentiality and anonymity throughout the
management and analysis processes.

2.7. Scientific rigour

The researchers followed the principles outlined by Polit and Beck
to ensure trustworthiness of the study (Bryman 2012). These prin-
ciples include: confirmability, dependability, neutrality, and trans-
ferability. The researchers achieved confirmability through pro-
longed engagement and triangulation of data, using independent
coding. Dependability was achieved through the use of independ-
ent coder at different phases of the coding process. Neutrality was
ensured by keeping appropriate distance between the researchers
and the participants. Transferability was observed by providing
detailed descriptions of the participants’ description of the phe-
nomenon, as well as the researcher’s observations in reporting the
findings.

3. Results

3.1. Characteristics of the participants

The participants’ ages ranged from 25 to 65 year-old. Nineteen
were females and six were males. Of the 25 participants, 20
(80.0%) were illiterates, and 5(20.0%) had undergraduate qualifi-
cations; 20 (80.0%) were Blacks, and 5 (20.0%) were Indians; 15
(60.0%) have been accompanying the patients to the haemodialy-
sis units for at least 18 months; 4 (16.0%) have been accompany-
ing them for 12 months; and 6 (24.0%) for a period of 6 months.

3.2. Themes

Barriers to living kidney donation among the relatives of patients
with chronic renal failure undergoing haemodialysis were classi-
fied into two main themes: psychosocial related barriers, and indi-
vidual and biomedical related barriers. Six sub-themes emerged
from the participants’ descriptions of what they considered as
barriers to donate kidney. Table 1 provides a summary of the
themes and sub-themes that emerged from data with the number of
times each sub-theme was mentioned. Excerpts from participants’
narratives are used to support the emerged sub-themes.

Table 1: Themes with Related Sub-Themes

Number of
Themes Sub-themes times
mentioned
Cultural beliefs 14
Psychosocial related barriers il i -
Fear 18
Lack of information 19
Individual and biomedical i .Ol(.j . 5
related barriers P ST medical 22
conditions

3.2.1. Psychosocial related barriers

As indicated in Table 1, cultural beliefs, mistrust, fear, and lack
of information are the three sub-themes related to psychosocial
barriers to living kidney donation among the participants.
Cultural belief

This sub-theme was mentioned by 14 participants as a barrier to
kidney donation. It emerged from their descriptions that kidney
donation or the donation of any organ for that matter was against
the cultural. They believed that the ancestors will reject them if
they were buried without the kidney.
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My ancestors will not accept me in my family when I die be-
cause I would not be the “whole” if I donate my kidney.
Mistrust
This sub-theme was mentioned by 9 participants who were all
married women. They felt unwise to donate kidney to their hus-
bands as they may leave them at any time.
I can only donate to my parents and my kids but not my husband
as he can divorce me and take another woman forgetting that
he’s surviving because of my kidney transplanted to him.
Fear
This sub-theme emerged from the descriptions of 18 participants.
Fear was associated with the medical process and individual future
needs.
For some, donating organ to a relative was a sensitive issue which
they felt difficult to discuss.
It is a very sensitive issue which is even difficult to start discuss-
ing and I feel sorry for my husband. I'm personally very scared
of donating.
Others were afraid to donate due to uncertainty about their own
needs in the future. They felt that it was very risky to live with one
kidney.
What if | also become ill or what if my one and only son become
ill and also needs a kidney? | better wait for another person to
donate.
Lack of information
This sub-theme emerged from the descriptions of 19 participants.
They associated kidney donation with negative health conse-
quences.
Some participants felt that they will not be able to bear children
after kidney donation. It was expressed with feelings of anxiety.
I don’t want to donate kidney because it will not be possible for
me to bear children after donation.
Others were not keen to donate because of lack of knowledge
regarding the recovery process.
I am not looking forward to donate as | am not sure how long it
will take me to recover after kidney donation.
Lack of information was also associated with the belief that kid-
ney donation was not needed if the patient is doing well under the
haemodialysis treatment.
Kidney donation is a good thing but I've never taken it serious
since my brother is doing well on haemodialysis.

3.2.2. Individual and biomedical related barriers

As indicated in Table 1, being old, and pre-existing medical condi-
tions emerged as individual related barriers to living kidney dona-
tion among the participants.
Being old
Being old as a barrier was mentioned by 5 participants who were
more than 50 year-old. It was associated with chronic medical
conditions.
I'm too old to donate and worse diabetic, so if anyone who is a
guardian angel can donate, that will really be appreciated.
Pre-existing medical conditions
This sub-theme was mentioned by 22 participants who were will-
ing and intended to donate kidney but they failed the screening
tests due to poor health status. These participants commenced the
renal transplant workup programme, but they were disqualified
after the screening tests.
Both my daughters were interested to donate for their only
brother; one was excluded at the early stages of the investiga-
tions because of the heart problem that was identified. With the
younger daughter, it was detected that the blood supply to her
own kidney is not good and is currently being investigated for
that.

4. Discussion

This study identified six major barriers to living kidney donation
among relatives of patients with chronic renal failure undergoing
haemodialysis. The decision to donate kidney to a relative in need

is negatively affected by psychosocial factors (cultural beliefs,
mistrust, fear, and lack of information) and biomedical factors
(old-age and poor health status). These barriers are well docu-
mented in the literature.

The link between the psychosocial factors identified as barriers in
this study has been established by previous studies (Mathew et al.
2005, Oliver et al. 2011). In a study of family issues implicit in
living donation, it was revealed that despite the willingness of
family members to donate organs to their relatives, the decision to
donate organ was greatly influenced by cultural beliefs and the
complexity of relationships within the family (Crombie & Frank-
lin 2006). Differences exist on the role of the lack of information
on the process of kidney donation as a barrier. Some studies iden-
tified lack of information on the process of kidney donation as a
barrier (Davis & Randhawa 2004, Waterman et al. 2006), while
others did not show any link between the level of knowledge or
information and the decision to donate organ (Powe & Boulware
2002, Barcellos et al. 2005).

The results of this study suggest that the issue of living kidney
donation is highly emotional as expressed with the feelings of
mistrust and fear. Previous studies attributed those feelings as
barriers to living kidney donation among Blacks and Hispanic
Americans (Alvaro et al. 2008, Wing et al. 2010).

The results on psychosocial barriers highlight the need for public
education regarding the importance of kidney donation for patients
with chronic renal failure. Many relatives are willingness to do-
nate kidney but this willingness is negatively affected by their
cultural beliefs, lack of information, feelings of mistrust and fear.
These factors can be changed through well-structured public edu-
cation. It is argued that well-structured public education on kidney
donation will provide the family or relatives of the patients with
chronic renal failure time to work though their reactions and feel-
ings about kidney donation at an earlier stage of their relatives’
condition, before the situation becomes critical, so that they can
deal with these negative perceptions.

Age and pre-existing medical conditions are commonly identified
as barriers to living kidney donation during donor identification by
health professionals (Boulware et al. 2002, Young & Gaston
2002). This is a challenge to health professionals in that as much
as they emphasize the importance of kidney donation; they have to
deal with respect the individual’s religious beliefs and cultural
values.

5. Conclusion

The study has direct implication for the quality of life of patients
with chronic renal failure. Kidney transplantation is associated
with drastic improvements in survival and quality of life as well as
considerable cost savings, compared with haemodialysis or perito-
neal dialysis. Kidney transplant results in greater ability of patients
to participate productively in the community. However, thus can-
not be achieved without organ donors. Therefore, extensive public
education aimed at addressing factors restraining people to donate
organ is needed.
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