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ABSTRACT
Introduction:

Living donation is an important source for organs transplantation in Malaysia. This study aims to investigate
the Malaysian living donors’ follow-up attendance, their preferences on medical-institutional facilities, and
the financial circumstances pertaining to the follow-up costs

Materials and Methods:

Primary data were collected through a survey of 80 living donors who made their donation at the University
of Malaya Medical Center (UMMOC) between 1991 and 2012.

Results:

Out total of 178 donors, only 111 were reachable and 80 of them participated in the survey (72%). The findings
revealed that most of the donors (71.2%) attend the follow-up regularly. Nevertheless, donors seem to neglect
the importance of follow-up as they consider themselves healthy (28.9%) or consider the follow-up as being
troublesome (28.9%). Most donors (67.5%) are not in favour of being treated as patients, but prefer to be
monitored under donor registry (88.8%) and getting their health service in special clinics for donors (80%).
The majority of the donors fund the follow-up costs themselves (32.4%), while 25% of the donors’ follow-up
costs were funded by family members. Among those donors without income and those of low-income (84.8%
of respondents), 60.3% believe that the follow-up costs should be borne by the government.

Conclusions:

Based on the findings, it is therefore suggested that the government provides all living donors with proper
free health service through donor registry and donor clinics. Adequate care has to be given to the donors to
pre-empt any unforeseen health complications due to the organ donation surgical procedures.

Keywords: Living donors, follow-up, kidney donation, Malaysia

Introduction the shortage of donated organ has severely impeded the
number of transplantation in many countries, and Malaysia
is no exception (2). For instance, on average, there had
been only about 100 kidney transplantations performed
yearly in Malaysia (3).

Thousands of patients around the world are dying
every year due to kidney failure. The advancement in
transplantation has given the world a new source of
treatment for end-stage kidney failure (1). Nevertheless,
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Kidneys can be donated by any living or deceased individual,
yet the importance of living donation varies from one
country to another. In countries with successful organ
donation experience, such as Spain, Croatia and Malta,
deceased donation forms the main pool of organ donation
(4). This finding makes the source from living donation of
lower importance (3). In Spain, for instance, the rates of
organ donation were 35.12 per million population (PMP)
for deceased and 8.59 PMP for living donation (3).

In Malaysia, living donation is of huge importance as a
source of organ transplantation for two reasons. The first
reason is the huge gap between the demand for organs and
the low donation rate. In 2012, there were 28,590 dialysis
patients, and although about half of them were registered
on the waiting list for transplantation, there were only 94
transplantations, involving living and deceased donors,
performed in that year (5). The second reason is that
living donation outnumbers deceased donation by more
than 300%, although both have been recording very low
rates. In 2013, it was recorded that there was 1.87 PMP
living donation compared to only 0.5 PMP for deceased
donation (3).

Malaysia adheres to the Informed Consent system, in
which those who are willing to donate their organs after
death must register officially during their life time (6,
7). As per the official records, there were no “unrelated
living donation” in the last two decades (8). In Malaysia,
past experiences indicated that living donations has, thus
far, been only within the family. This means living donors
have only donated organs to genetically or emotionally
connected recipients (8). The situation has remained the
same as in the yesteryears even after the government has
introduced clear guidelines and procedures for “unrelated
living donations” in 2011 (9). To improve the rate of living
donation, donors must be assured that their quality of life
(Qol) after donation would not be compromised (10). They
should also be helped to avoid any financial hardship as a
consequence of donating their organ. The fear of medical
or financial risks of organ donation could gravely lessen
donation rates (11). A study on 133 potential donors
revealed that 24% of them had not donated their organs
due to their fear of facing financial hardship after donation
(12). In another study, financial hardship was reported by
about 23% of living donors after donating their organs (13).

One of the imperative factors to maintain donors’ standard
Qol is that they should attend post-donation follow-up
sessions to monitor their health status (14). The importance
of follow-up is stressed in the world health organization
(WHO) principles of organ donation which states that “live
donations are acceptable when the donor’s informed and
voluntary consent is obtained, when professional care of
donors is ensured and follow-up is well organized” (15).

The Malaysian transplant policy requires living donors to
go for follow-up (Clause 3.4), and that their welfare will
be taken care of by the government (Clause 2.5) (16).
However, the follow-up was left at donors’ discretion
and there is no institutionalized living donor registry to
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monitor their follow-up activities. In 2012, free secondary
and tertiary medical facilities were only granted to donors
who donated after 2012 (17). This means that the burden
of follow-up costs is not borne by the government for those
who donated before 2012.

Previous studies showed that living kidney donors do
not suffer from any reduction in their QoL (18, 19), or an
increase in mortality rate (20-22), compared to non-donors
who are in the control group. However, the literature shows
that a small proportion of living donors in the United States
and adhere to their long-term follow-up (19, 23). In the
case of Malaysia, an earlier study of 80 living kidney donors
revealed that they have better QoL compared to 80 healthy
individuals (24). However, to the best of our knowledge,
there have been no studies which explore the follow-up
status and wellbeing of the Malaysian living donors. Thus,
this study aims to investigate the Malaysian living donors’
follow-up attendance, their preferences on medical-
institutional facilities, and the financial circumstances
pertaining to the follow-up costs.

Methods

To achieve the objectives of the study, we examine the
perspectives of a sample of living donors who donated their
organs at the University Malaya Medical Centre (UMMC)
between 1991 and 2012. The time frame of between 1991
and 2012 indicates that the donors involved in this study
are those who did not have access to free follow-up medical
facilities. Out of 178 donors, only 111 were reachable and
80 of them participated in the survey (72%). From the 31
reachable non-respondent donors, 11 stated that they
were not free, 10 refused to participate, 5 were abroad,
2 were having their follow-ups in other hospitals, 2 had
passed away and 1 was chronically ill.

A pilot-tested questionnaire was developed and two
enumerators (one from UMMC and the other, an
independent third party) were tasked to assist the donors
to fill out the questionnaire.

First, donors were asked to indicate the frequency of
attending the follow up sessions. They were given three
options to choose from: ‘regular’, ‘non-regular’, and ‘never’
attend. Next, all respondents were asked to choose two
reasons (out of six) as to the causes of their not attending
the follow up sessions. The decision to give the option to
choose two out of six reasons was based on the request
by respondents captured during the pilot study. We
understood from the pilot study that we may encounter
low response rate. Therefore, the following reasons were
developed based on hypothetical assumptions by the
donors who attended regular and non-regular follow-up
sessions. The donors were asked about their possible
reasons if they have chosen not to attend the follow-
up sessions. The six reasons were developed based on
literatures and discussions with nephrologists, surgeons,
and psychiatrists from UMMOC. The reasons were as follows:
(1) ' am just as healthy as anybody | know; (2) the doctor
did not advise me to do so; (3) | do not want to take the
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trouble; (4) I do not want to be used as a research object;
(5) I am having financial problems; and (6) Others.

Next, respondents without income and those who are
in the low-income category (RM0-RM1000 per month)
were asked to indicate the party paying for their follow-
up costs and also the party they believe should be the
payer. The follow-up costs here include consultation fees,
blood tests, drug supplements, and miscellaneous. The
payer and should be payer list was as follows: (1) Myself;
(2) The kidney recipient; (3) My family members; (4)
Charitable organization(s); (5) Private organization(s); (6)
The government; and (7) Others.

Finally, we explored the respondents’ views regarding their
medical-institutional facilities. Respondents were asked
whether they would like: (1) to be dealt with as patients,
(2) to be under the supervision of ‘donor clinic’, (3) to be

Table 1. Respondents’ background (n=80)
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registered and monitored by living donor registry, or (4)
to have an independent donor advocate. For each item,
respondents were given three options ‘Yes’, ‘No’, and
‘Undecided’. With respect to the organ donation-related
institutions, the donors were told clearly about the donor
clinic, donor registry and independent donor advocate.

This research was approved by the Medical Ethics
Committee, University Malaya Medical Centre (MEC Ref.
No :932.23 ) on 19*" July, 2012.

Results

Table 1 reports the respondent’s social and economic
background. Among the 80 donors, 57 (71.3%) were
regularly attending their follow-up, 18 (22.5%) were non-
regularly attending, and 5 (6.3%) had never attended the
follow-up.

Gender Female 64%
Male 36%
Marital status Married 80%
Single 16%
Divorced 4%
Age Below 40 18.75%.
41-55 40%
Above 56 41.25%
Income per month No income 33.80%
Below RM3000 51%
RM3000 — RM4000 11.25%
Above RM4000 3.75%

As shown in Table 2, about 30% of respondents consider
themselves healthy and thus, consider themselves not
in need of attending the follow-up. The second top cited
reason for not attending the follow-up sessions was ‘I
don’t want to take the trouble’ (28.1%); while the other
reasons captured lower attention. Under ‘Others’ option,
all respondents explained that they could not come for the
follow-up because they were busy with their work.
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Chi-square tests showed no differences in the reasons
given among the three categories of respondents (P>0.78).
The reasons mentioned by the respondents are both
hypothetical (for the regular and non-regular attendees)
and actual (for those who never attended).
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Table 2: Reasons for not attending follow-up sessions.
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Reasons Regular Non-regular Never Total
(n=57) (n=18) (n=5) (n=80)
. 33 10 4 47
1.1 am just as healthy as anybody | know (28.9%) (27.8%) (40.0%) (29.4%)
. . 17 7 2 26
2. The doctor did not advise me to do so (14.9%) (19.4%) (20.0%) (16.3%)
33 10 2 45
3. I do not want to take the trouble (28.9%) (27.8%) (20.0%) (28.1%)
4.1 do not want to be used as a research object 4 L 0 3
: ) (3.5%) (2.8%) (0.0%) (3.1%)
. . . 14 5 0 19
5. 1'am having financial problems (12.3%) (13.9%) (0.0%) (11.9%)
13 3 2 18
6. Others (11.4%) (8.3%) (20.0%) (11.3%)
Total 114 36 10 160
(100.0%) (100.0%) (100.0%) (100.0%)

The results revealed that the majority of donors bore
the costs of the follow-up sessions themselves (32.4%),
while 25.0% were funded by their family members. The
government funded the follow-up of only 17.6% of the
donors, while the bulk (60.3%) of donors believe that the
government should be the payer (Table 3).

The chi-square test revealed significant difference between
the respondents’ actual payer and ‘should-be’ payer,
according to the donors’ perception (P<0.01).

Table 3: Payer and ‘should be’ payer of follow-up costs for low and no-income group donors

Paver Actual payer ‘Should-be’ payer Chi-square test
y (n=68) (n=68) P-value
22 10
Myself (32.4%) (14.7%) 0.03
The kidney recipient (191?” (5 gcy) 0.03
. () . (o]
. 17 10
My family members (25.0%) (14.7%) n.s*
. o 1 1
Charitable organization(s) (1.5%) (1.5%) n.s
. (o] . (o]
. o 1 0
Private organization(s) (1.5%) (0.0%) n.s
. (o] . (o]
12 41
The government (17.6%) (60.3%) 0.00
2 2
Others (2.9%) (2.9%) n.s

*n.s: not significant

As illustrated in Table 4, more than two thirds of the
respondents refused to be treated as patients. On the
other hand, the bulk of respondents (more than 80%),
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showed an interest in having special donor registry and
donor clinics to manage and monitor their health status
after donation. However, only 40% of donors said ‘yes’ for
having independent donor advocate.
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Table 4: Donors’ views on treatment, facilities and transplant institutions

Views Yes No Undecided
. . 15 54 11

I should be considered/treated as a patient too (18.8%) (67.5%) (13.8%)

- 64 3 13

The government should set-up clinics for donors (80.0%) (3.8%) (16.3%)

All donors should be systematically registered and monitored 71 3 6

(living donors registry) (88.8%) (3.8%) (7.5%)

I need to get advice from an independent individual who

can represent and voice my interest (independent donor 32 23 25

advocate) (40.0%) (28.8%) (31.3%)

Discussion The donors should be duly informed about the existence

The results showed that Malaysians who are living donors
have a high frequency of follow-up attendance, in which
about 71 % of respondents were regularly attending the
follow-up. However, we cannot build a strong conclusion
that the Malaysian living donors have higher follow-up
commitment than their counterparts in other countries,
given that only 80 donors out of 178 participated in this
study.

Although the level of attendance among the respondents
appears high, the majority of them seem to be unaware
about the importance of the follow-up. This finding is
shown by statistics, in which 29% of respondents stated
that they might not need to pursue the follow-up sessions
because they are as healthy as the new-donors. What
confirmed the last mentioned idea is that another 29%
of respondents considered the follow-up attendance as
‘troublesome’. Another 11% believed that their work
could be more important than the follow-up. Given these
facts, we believe that there should be serious and urgent
awareness campaigns targeting the living donors so as to
educate them on the importance of the follow-up for their
post-donation health status.

Although only 12% of respondents cited financial costs as
the reason/could-be-reason of not attending the follow-
up, the majority of the low and no-income respondents
were funding their own follow-up costs. Nonetheless,
the majority of donors felt that the financial burden of the
follow-up was to be the duty of the government. The results
showed that there is incongruity between expectation and
reality. In the light of these results, omitting 2012 living
donors from receiving free follow-up service might leave
serious implications on the donor’s life.

Therefore, we suggest that the government should bear
the financial responsibility, and include all living donors as
eligible to receive free follow-up service. The government
should also take the initiative to establish special clinics for
living donors and monitor donors’ health under an official
donor registry.
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and the roles of the independent donor advocate, so that
the donors know about the source or entity to address if
any possible grievances or problems arise in the future.

Conclusion

Even though majority studies have indicated that living
donors are just as safe as other normal individuals both in
morbidity and quality of life, the need to attend follow-up
sessions should be emphasized by the government so as
to avoid any unwarranted health issues. This also indirectly
shows that the government takes care of the well-being
of the donors.

Providing proper health care to the living organ donors
is expected to increase the number of living donations.
Prospective donors would more likely feel that their health
status will be monitored and that they would not face any
financial hardship after the donation. These efforts would
have the potential to encourage all prospective donors
to donate. Consequently, increasing the number of living
donors could relieve a severe shortage of the pool of
human organs in Malaysia.

A flexible system to accommodate the donors’ availability
in attending follow-up sessions should be introduced.
Furthermore, a mandatory national living organ donors’
registry ought to be established to keep track of the list
of individuals who have donated organs. The role of
the independent donor advocate should be structured
holistically to ensure good service to the donors. Having
the presence of the independent donor advocates alone is
not good enough; their existence should be made known
widely and they should be easily accessible.
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