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A SOCIO LEGAL STUDY ON ORGAN SHORTAGE IN MALAYSIA

by Farah Salwani Muda @ Ismail
Human organs are the most valuable gifts of life. Until today, through organ
transplantation, thousands of lives have been saved and many more blessed with hope
and happiness through a better quality of living. However, rapid developments in
transplant technology will be meaningless if supply of the needed organs remains scarce
and organ transplantation procedures cannot take place accordingly. This global problem
of organ shortage is also faced by Malaysia. Despite campaigns and initiatives introduced
by the Malaysian authorities, the problem remains unresolved and the situation is
worsening. Malaysia is reported to have less than one donor for every one thousand of the
population (Lela Yasmin Mansor, 2007). However, statistics from the National
Transplant Registry Malaysia confirm a steady increase in the number of registered
potential donors each year. This suggests that certain factors must be preventing potential
donors from becoming actual donors. Therefore, this study will not only discuss the
current scenario of the organ shortage problem in Malaysia, highlighting its underlying
factors, but will also scrutinise legal and social factors causing actual donations to remain
relatively small, despite the promising number of potential donors registering each year.
The study will suggest practical solutions to help solve organ shortages in Malaysia,
particularly by utilising brain-dead patients from serious road traffic accidents as a
potential source of cadaveric organs. Clarification on the Islamic perspective concerning

organ donation is also included, as Islam is the main religion professed in Malaysia.
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A SOCIO-LEGAL STUDY ON ORGAN SHORTAGE IN MALAYSIA

INTRODUCTION

Organ donation is one of the miracles of modern medical science, and is the best life-
saving therapy for patients with end-stage failure of most essential organs. However,
even though this technology has managed to bring hope to many dying and chronically
diseased patients and has saved thousands of valuable lives, organ shortage is becoming a
huge barrier preventing many more people from benefitting. The demand for human
organs is growing ever higher; supply, in contrast, is very limited, causing preventable
deaths and suffering among chronically-ill patients. Waiting lists are extensive, causing
the average period of waiting for an organ to increase dramatically. This problem of
organ shortage which started to emerge in the mid-1980s" is also contributing towards the
lost of potential human resources as many more patients die while waiting for the needed

organs.

Malaysia also faces organ shortage problems although, in general, Malaysians do accept
the practice of organ donation. As a developing country of approximately 28 million
people, Malaysia unfortunately has less than one donor for every one million population?.
Statistics from the National Transplant Registry of Malaysia show that, from 1997 until
May 2009, an inspiring number of 128,556 persons registered voluntarily as potential
donors; however, only 229 cadaver donations have actually taken place since 19763, So,
there must be certain reasons why these potential registered donors are prevented from
becoming actual donors, which indirectly causes the organ shortage problems. Therefore,
this thesis will try to identify those factors that are preventing registered potential donors
from becoming actual donors. The thesis will propose necessary and effective steps that

should be taken by Malaysia to ensure an increase in the number of actual donors and

! Martine Rothblatt, Your Life or Mine, (England , Ashgate Publishing Limited, 2004) p. 2.

2 A donation rate of 0.99 per million of population (pmp) was reported in the Fourth Report of the
National Transplant Registry 2007, (Kuala Lumpur, National Transplant Registry, 2007), p.170.

® http://www.agiftoflife.gov.my
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subsequently allow more potential organs to be available for the benefit of those patients

in desperate need of them.

A socio-legal approach is taken to tackle this organ shortage issue, as social and legal
factors are closely related to each other. In order to suggest the best applicable solution, it
is essential to first understand the specific dynamics of Malaysia, which comprises a
mixed population, practising various religions and customs. It is important to understand
the underlying social factors contributing towards the issue, before any specific socio-
legal remedy can be suggested. Additionally, although the approach taken will not
necessarily produce a new law or system to be applied, it will at least enhance the
application and governance of any alternative solutions proposed, which include
improving the application of the existing opting-in organ donation system, promoting
family members to become witnesses in the registration of organ donor procedure and
reducing family powers to withdraw the consent made by their family members to donate
organs. Administrative reforms, such as taking organs from road traffic accident victims,
providing incentives for every organ donated and having an efficient database that could

efficiently identify registered organ donors, also seem necessary.

The thesis will also highlight details and findings obtained from an empirical study
conducted in the Klang Valley and the district of Hulu Langat, Malaysia, conducted
between December 2007 and February 2008. The Klang Valley location was chosen
because most of the people residing there are from different parts of the country. There
are a few public institutions of higher education including the National University,
University Putra Malaysia, University Malaya and a few other private colleges which
cater for students from all over the country. The Klang Valley is also a popular location
for local citizens to migrate to, as there are a lot of job opportunities available there, both
in the government and private sectors. All these factors contribute to make it the best

location to encounter a mixture of respondents coming from all the 14 states of Malaysia.

Initially, a total of 500 self-administered questionnaires were distributed at random to
respondents satisfying the inclusion criteria of being Malaysian, of sound mind, literate

and aged 18 years and above. The respondents were approached personally or in groups.
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Before the questionnaire was distributed, the respondents were asked for their consent to
be involved in the study. The purpose and consequences of the study were also explained
to them. Most of the respondents were from local universities and hospitals. A lot of the
questionnaires were distributed during organ donation campaigns organized by the
National Transplant Registry (NTR) in collaboration with the National Blood Bank.
These campaigns not only recruited more registered potential organ donors but also
increased the chance of getting existing registered organ donors to answer the
questionnaires, as registered organ donors are typically keener to donate blood compared
to non-organ donors. Earlier, the questionnaires had also been reviewed by the University
of Southampton Research Governance and Ethics Division as the study involved human

participation.

The response rate for the study was very good, at 96.4%, with 482 completed
questionnaires collected and analysed. The fact that the researcher was willing to wait for
the questionnaires while they were being completed helped to ensure a high response
rate. However, this did not affect the answers given by the respondents, because the
researcher did not interfere at all in this process and waited from a distance. The
remaining 18 completed questionnaires had to be excluded as five were invalid due to
locality factors. Here, five Indonesians, whose physical appearance was very similar to
that of Malaysians, had mistakenly taken part in answering the questionnaire. Their
responses were rejected and considered void. The remaining 13 questionnaires were not

returned to the researcher at all.

Besides that, data and information were also gathered from five series of interviews
conducted with experts, including with Dr. Zakaria Zahari, Head of Department of
Paediatric Surgery, Kuala Lumpur General Hospital, Dr. Ghazali Ahmad, Head of
Nephrology Department Kuala Lumpur General Hospital, Dr Lela Yasmin Mansor, Chief
National Transplant Coordinator and Jamaliah Kario, the Senior Transplant Coordinator.
All the interviews were conducted separately and scheduled earlier, depending on the
availability and at the convenience of the interviewees. The interviewees were selected

based on their expertise and great contribution to the development of organ

XVi



transplantation activities in Malaysia. Generally, their views provided a close insight into
the issue, not only from the medical perspective, but also in understanding the real
scenario unfolding in Malaysia. The last interview, conducted with Prof. Dato’ Dr Abdul
Shukur Hj Husin, Chairman of the National Fatwa Committee Malaysia, managed to
clarify the Islamic perspective on organ donation and transplantation in general and as
applied in Malaysia. All the interviews took place at the interviewees’ offices and were
recorded on a cassette player, with their knowledge and consent. All relevant information
obtained from the interviews is discussed and quoted throughout the thesis wherever
suitable as the interviewees agreed to be identified and for their quotations to be used

throughout the thesis.

The thesis is divided into eight chapters, with chapter one laying down the general
foundation of organ donation which includes elaboration on its nature, justifications,

history and development.

Chapter two highlights a few legislative systems already introduced worldwide to
increase the number of human organs available for organ transplantation purposes. This
includes the opting-in system, the opting-out system, organ conscription, organ trading,
the required request system and, lastly, the mandated choice system. The chapter
deliberates on how these systems function in different country settings, and whether they

are beneficial in helping to reduce organ shortage problems.

Chapter three focuses on the practice of organ donation in Malaysia, including
elaborating on the different legal procedures applicable in living and cadaver donations.
This includes an analysis of the Human Tissues Act 1974 and the National Organ, Tissue
and Cell Transplantation Policy, aiming to identify any existing weaknesses and suggest
any necessary improvements. Local challenges faced are also highlighted; these evolve

from the social, legal and religious restrictions.

Chapter four lays down the details and results obtained from an empirical study relating

to organ shortage problems in Malaysia, which was conducted in the Klang Valleys,
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specifically in Kuala Lumpur and the district of Hulu Langat between December 2007
and February 2008, involving 482 respondents from the public. The results from the

study generally reflect Malaysians’ perspective on organ shortage issues.

Next, in chapter five, the possibility of utilizing cadaveric organ donations as a solution
to the organ shortage problem, while looking into the advantages it offers compared to
living donations, is highlighted. A discussion on the concept of brain death is included as
misunderstandings about this have often affected people’s willingness to allow cadaveric
organ donations to take place. The chapter also raises the issue of whether the authority to
decide on organ donation should be passed to others, besides the individual him/herself,
particularly when the deceased has left no clear wishes about it. Finally, the chapter

justifies why the “opting-out” system is not yet suitable for application in Malaysia.

Chapter six elaborates on a suggested solution involving the large number of severe road
traffic accidents taking place in Malaysia; this factor could be generated into becoming a
potential source for the required supply of human organs. The positive and negative
impact of the suggestion is discussed at length, while comparing it with the practice in

other countries.

In chapter seven, the Islamic perspective on organ donation is included. This is to provide
clarification that organ donation is actually permissible and approved by Islam, despite
the reluctance and rejections expressed by a minority group of Islamic jurists. Other
related issues discussed include the Islamic view on organ trading, cadaver and living
donations, the brain death concept and living wills. The suggestion of utilizing organs
from victims of road traffic accidents as a potential solution to organ shortage problems is
also discussed in the light of recent Islamic rulings, to assess its potential acceptance

within the religious framework.
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Lastly, chapter eight concludes the thesis by discussing practical and potential solutions,
suggested to help solve organ shortage problems in Malaysia. This concluding chapter
elaborates how there is still plenty that can be done to solve the organ shortage in

Malaysia rather than simply changing to the opting-out system as suggested by some.
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CHAPTER1

THE NATURE OF ORGAN DONATION
INTRODUCTION

This chapter will start with the general concept of organ donation which includes basic
facts about the nature and justifications of such donations taking place worldwide. A
general discussion of the history and development of organ donation, with specific focus
on the development in Malaysia, is also included for further appreciation of the issue.
Lastly, in the light of arguments justifying organ donation, we will also see how the

organ shortage problem is becoming a barrier that to it progressing maximally.

1.1  THE CONCEPT OF ORGAN DONATION

Organ donation is one of the miracles of modern medical science and is the best, if not
the only, life-saving therapy for patients with end-stage failure®. It is a complex
procedure that makes use of body parts derived from human beings for the treatment of
others. An individual or surrogate will voluntarily make a choice to allow that
individual’s viable organs to be given as a gift to a transplant patient, either ante-mortem
or posthumously®. If the decision to donate is taken by the surrogate, it is typically made
with the understanding that the decision is according to the would-be donor’s wishes for
how his or her body ought to be treated®. Normally, transplantation is needed and resorted
to when the recipient’s organ has failed or has been damaged due to certain illnesses or
injuries. Among organs suitable for donation are the liver, kidneys, pancreas, heart, lungs,
eye corneas and a few others, including tissues such as blood vessels, tendons, skin, bone
marrow and blood. Through organ donation, new hope and aspirations have been
extended to many dying and chronically diseased patients, and thousands of valuable
lives have already been saved. In the UK for instance, transplants are now so successful

that, a year after surgery, 94% of kidneys in living donor transplants and 88% of kidneys

* Lela Yasmin Mansor. 1%. Report of the National Transplant Registry 2004, (Kuala Lumpur, National
Transplant Registry, 2005) p.1.

® Thomas D. Harter, ‘Overcoming The Organ Shortage : Failing Means and Radical Reform’, (2008) HEC
Forum 20 (2), 155-182, p.155

® Ibid



from cadaver donors are still functioning well”. For liver transplants the success rate is
86%, and for heart transplants the success rate is 84%. For lung transplants the figure is
77%, while 73% of heart/lung transplants are still functioning well®. Comparatively, in
Malaysia, up to 1 September 2010, 1377 lives have been saved through kidney donations
received from living and cadaver donors®. These statistics clearly explain why organ

donation continues to be practised in the medical world.

For an organ donation procedure to take place, medical and logistical characteristics must
be analysed to find the best-matched potential recipient. This includes blood type, size of
the organ and the relative distance between the donor and the recipient™. The level of
medical urgency and the degree of immune system compatibility between the donor and
the recipient must also match. All these requirements are necessary to avoid any post-
operative tissue rejection and function failure™. Another important ethical element that
must be fulfilled in every donation is the obtaining of a valid, informed consent*?. The
general principle that surgery cannot be carried out without the consent of the person to
be operated on is as applicable to organ transplantation as to any other procedure. Both
the donor and recipient must be informed about the nature of the organ donation
procedure, other alternatives available, and the pre- and post-transplant treatment,
including necessary drug regimens, physical therapy and continued medical care®.
Therefore, the operation to remove the organ from the donor must have the donor’s
consent and even its placement into the recipient must also obtain the consent of the
recipient'®. So, whether a country applies an opting-in, an opting-out or any other system
for procuring organs, the consent of the donor, particularly in cases of live transplants, is

crucial to ensure its validity. Every donation must be totally free of coercion, over-

; Success Rates’, Organ Donation, http://www.organdonation.nhs.uk, viewed on 21 October 2010.

Ibid
® ‘Penderma Sebenar’, National Transplant Resource Centre, http://www.agiftoflife.gov.my, viewed on 20
October 2010.
1% Interview on 12 February 2008 with Dr. Ghazali Ahmad, Consultant and Head of Nephrology
Bepartment, Kuala Lumpur General Hospital, Malaysia,

Ibid
12 parturkar D, Legal And Ethical Issues In Human Organ Transplantation’, (2006), 25 Medicine And Law,
389
" Ibid
' Jonathan Montgomery, Health Care Law. (United States, Oxford University Press, 2003) p.446.
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persuasion, deception and acts of improper inducement®. Both patient and donor have
rights that they should be informed of and they should understand the procedures
involved in organ donation including all relevant clinical and ethical effects that might
occur relating to the donation. It is only when all the conditions have been confirmed and

adhered to that the donation procedures may proceed.

Generally, organs can be sourced from both living and non-living donors, who are also
referred to as cadaveric donors. Cadaveric donations normally take place when the
deceased has died in intensive care but artificial breathing and heartbeat have been
sustained until the donated organs have been retrieved. This method has a greater success
rate because the organs are maintained by oxygenated blood until removal. Among
organs that could be taken from this group of donors are the heart, liver, kidneys,
pancreas, intestine, tissues and even the whole body (multi-harvesting). On the other
hand, although cadaver donors are preferable, organs procured from living donors are
obviously healthier than cadaveric ones®. Living donations normally involve the
donation of a person’s organs or tissues while they are still alive and this normally
involves donation of a renewable tissue, cell or fluid, for example blood and skin, or even
an organ or part of an organ when the remaining organ can regenerate or take on the
workload of the rest of the organ, for instance a single kidney donation, or partial
donation of the liver, small bowel or pancreas®’. However, in all cases of organ donation,
regardless of whether the organs are obtained from living or cadaveric donors, time is
always of the essence. Therefore, in all cases, these organs must be procured rapidly and
transplanted into the recipient as soon as possible’®. Before any organ procurement
procedure takes place, doctors will ensure that the blood group and tissues are compatible
to guarantee a higher chance of success, as well as screening for any transmittable
diseases. The better the match, the greater the chance of a successful outcome and it is

believed that people from the same ethnic group are more likely to be of a close match™.

> Dunstan, G, ‘The Ethics of Organ Donation’. (1997 ) 53(No.4) British Medical Bulletin p.923

18 Shaun D. Pattinson, Medical Law And Ethics, (Sweet & Maxwell, London, 2006), p.440

g Jonathan Herring, Medical Law And Ethics, (Oxford University Press, Oxford, 2006), pp.362-364
Ibid, p.363

19 Sheila A.M. McLean and Laura Williamson, Xenotransplantation Law And Ethics, (Ashgate

Publications, Aldershot, 2005), p.4



Some people with rare tissue types may only be able to accept an organ from someone of
the same ethnic origin, which makes it desirable for people from different ethnic

backgrounds to donate their organs®.

The public’s acceptance of and attitude towards organ transplantation varies. Some
consider it a social duty to donate and wasteful not to, while others, who do not hold
such strong views, consider helping ill people in society with no loss to oneself or the
deceased as merely the right thing to do?. For some others, organ donation is considered
more of a gift than a social duty, while many are also committed to it due to their feeling
of empathy towards potential recipients or as a sense of celebration of their loved one
‘living on’?. Actually, when death occurs, the deceased’s body and soul are separated
and the individual is incapable of reconstitution. So, as a result of the death, the person is
considered to no longer exist, and he/she has no further use for his/her body. Often,
however, to the bereaved family, the deceased’s body remains a part of their loved one,
explaining why some are reluctant to allow organ donation procedures to proceed,
although they are aware that the body is a potential source of life for others. From the
perspective of an organ recipient, obtaining the required organs would mean the world to
them. These precious gifts of life are invaluable beyond comparison, although the
recipients need to adjust themselves, accepting the new organ as part of their own body
and not as a separate identity®. It is believed that, compared to all other types of organ
donation, the heart transplantation has the most dramatic impact on the recipient’s life,

perhaps because the heart is often treated as the keeper of life and the focus of feelings?“.

As to the organ donor’s perspective, they might feel that they are passing on their identity

or characteristics, and that the organ donated bears some personal stamp that is ‘them’,

20 |
Ibid

?! Irene Carey and Karen Forbes, ‘The Experience of Donor Families in the Hospice’, (2003) 17 Palliative
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albeit in a transposed form®. Coincidently, organ recipients often report powerful
feelings of identification with their donors, having new attitudes, tastes, personality traits
and certain bodily habits which are believed to have been acquired from the donor along
with the donated organ®®. Nevertheless, a true experience of an actual living donor was to
express a feeling of relief at having done something unambiguously useful, at a tolerable
personal cost in terms of fear and pain, by proceeding with the organ donation intended?’.
So, no matter from which perspective organ donation is viewed, all organs donated are
undoubtedly a precious source of continued life, or even a start to a new phase in life,
especially for patients in urgent need of them. Unfortunately, many still do not
comprehend the importance of donating organs, and fail to realise that, despite the fact
that thousands of organs are in demand each day, thousands of these precious organs are
also sadly wasted. In an international poll of well-educated people regarding awareness
and feelings about organ donation, results showed that, despite repeated campaigns aimed
at promoting organ donation, many still fail to take the initiative to register as organ
donors®, compelling some countries to make organ donation a compulsory act rather
than one done voluntarily (the different systems available for organ procurement will be
discussed further in chapter 2 of the thesis). This attitude is evidenced by the long
waiting list of potential organ recipients queuing hopelessly for the needed organs, while

juggling their lives in the race against time.

In moulding people’s perceptions of organ donation, the media play a very influential
role. For example, in the early days of heart transplantation, transplant surgeons were
described as ‘human vultures’ who insensitively removed organs from bodies even before
‘real death’ had occurred®. However, those days have dramatically changed and, as part

of their contribution to support campaigns for organ donation, the media have frequently
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publicised touching stories on how organ donation has given more patients happiness and
hope for better lives in the future. For instance, the story of Hannah Clark was initially
published in the Lancet® , reporting on the illness she had suffered since she was eight
months old. Hannah presented with signs of severe heart failure and had to undergo
heterotopic cardiac transplantation, in which the donor heart was placed in the right
cavity and attached to Hannah’s own heart to allow long-term reduction in her left
ventricular pressure and consequently restore Hannah’s real heart®. Now, after nearly 16
years, the heart transplant has proved to be a success and Hannah has become a fit young
girl, capable of even running and swimming®. According to Professor Yacoub, the
surgeon who initially transplanted Hannah’s heart, the public needs to be made aware of
the current organ shortage problems®, and undoubtedly the media have the power to do
this. Similarly, in Malaysia, the story of a Chinese girl, Teh Hui Yee, also touched the
hearts of the public after they came to know about her stressful moments waiting for a
donated heart, which was highlighted massively through the media. Teh, whose life
depended on a mechanical heart, was put on the Left Ventricular Assist Device (LVAD)*
and was desperate to find a heart donor. A mechanical heart could only last for two years
and hers had only two weeks left before it expired. However, thanks to the daily media
blitz in the mainstream and vernacular newspapers and television focusing on her plight,
several referrals and donations occurred within a very short period. Her story had also
successfully increased the number of potential donors, when 25 potential heart donors
became available within just two weeks®. Luckily, Teh at last managed to find a heart

donor just in time®.
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1.2 THE HISTORY AND DEVELOPMENT OF ORGAN DONATION

Turning back to the past, history has indeed proved that organ donation has been
practised for quite some time. Although, in the beginning, organ donation took place
without any formal legal procedures being laid down, this activity has contributed to the
currently well-developed procurement system. In 1991 the World Health Organisation
(WHO) stated:

“Over the past 30 years, organ transplantation has become a worldwide practice and has
saved many of thousands of lives. It has also improved the quality of life of countless
other persons... 37
Historically, transplantation of tissues from one person to another has been attempted
since earliest times. Skin was the first tissue transplanted®. Several apocryphal accounts
of transplants had also been found to have occurred in early Greece and Egypt®. Major
skin transplants occurred during World War 1 when Harold Gilles made advances in
tubed pedicel grafts, while still keeping the flesh connected from the donor site in
Aldershot®’. It was not until the nineteenth century that transplantation of other tissues
from one person to another was attempted. It has been claimed that the first successful
bone transplant took place in 1878*. The first attempted human deceased-donor
transplant was performed by a Ukrainian surgeon named Yu Yu Voronoy in the 1930s.
However, due to several factors, this attempt resulted in rejection and failure*’. Before
World War |1, transplantation was resorted to only intermittently and was mainly focused
on skin-grafting, principally because the body rejected foreign tissues and this rejection

factor was not understood until World War 113, A cornea transplant was then first

¥ WHO (1991), Human Organ Transplantation, WHO:Geneva. Quoted in Sheila, A.M. McLean and Laura

Williamson, Xenotransplantation Law and Ethics ( Great Britain, Ashgate Publishing p.1

% Russell Scott, The Body As Property. (Canada, The Viking Press, 1981) p.18

zz OrganTransplantation. http://neverland.ncssm.edu/~bhansalis/donation.html. viewed on 8 June 2007
Ibid

“! Ibid

*2 Russell Scott, The Body as Property (Canada, The Viking Press, 1981) p.18

*® Russell Scott, The Body as Property (Canada, The Viking Press, 1981) p.19



http://neverland.ncssm.edu/~bhansalis/donation.html

reported in Moravia as long ago as 1905 although, officially, most transplants took place
in the second half of the 20" Century™ .

In 1954, Dr. Joseph Murray successfully carried out the first ever kidney transplant
operation on identical 23-year-old twins Richard and Ronald Herrick at the Peter Bent
Brigham Hospital in Boston. This operation managed to prolong Richard’s life for
another eight years. In 1960, Sir Michael Woodruff carried out the UK’s first kidney
transplants on twin brothers at the Royal Infirmary of Edinburgh. They both lived for
another six years before dying from a disease unrelated to the transplant that they had
received earlier”. The first liver and lung transplants were later performed in 1963 in the
United States, although the recipient died within three weeks of the procedure’s

completion®.

A human heart transplant was first attempted in 1964 in Jackson, Mississippi, where a
chimpanzee’s heart was used as a substitution. Unfortunately this failed. Only three years
later, Dr. Christiaan Barnard succeeded in carrying out the world’s first heart transplant at
the Groote Schurr Hospital in Cape Town, South Africa. The recipient was 55-year-old
Louis Washkansky who had diabetes and incurable heart disease. He received the healthy
heart of a young dead woman. Though the transplantation operation succeeded,
Washkansky lived for just another 18 days and in the end died of double pneumonia®’.
Nowadays, with advances in immunosuppressive therapy and improved surgical
techniques, the success rate of graft survival at one year, five years and ten years post-
transplant has also improved, allowing transplant surgery to be performed even on

patients who would have been deemed unsuitable for transplant in the past®.

* History of Transplants. http://www.bbc.uk/health/donation/factfilesod_history.shtml.viewed on 8 June
2007.
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1.3THE HISTORY AND DEVELOPMENT OF ORGAN DONATION IN
MALAYSIA

In Malaysia, organ donation eventually started to become an accepted treatment to save
lives. Having a majority of Muslim citizens, the government of Malaysia had to initially
seek clarification on whether Islamic teachings permit such practice among Muslim
believers. Thus, the National Fatwa Council was referred to and asked to check on its
admissibility before it could be resorted to as part of the medical treatments offered. After
thorough research on the matter, the National Fatwa Council later confirmed that organ
donation and transplantation was permissible according to the Islamic teachings.
Therefore, an official fatwa*® was released in June 1970 to clarify and confirm the matter.
The fatwa acknowledged that organ donation and transplantation is permitted in Islam
and can be resorted to as an alternative treatment for organ failure cases™.The fatwa

confirmed, among other things, that:

“Cadaveric transplant of the eye and heart is permissible if the following conditions are
observed:

* In the case of extreme need and urgency, in which the life of the receiver depends on
that organ, and there is sufficient evidence that the transplant process will be successful.

* In the case of heart transplantation, the death of the donor must be determined before
the transplant can be performed. Proper action must be undertaken to ensure that there

is no killing and trading of organs involved.™*

Even though the only organs sanctioned in this fatwa are the eye and heart, other organs

may also be included®®. So, this fatwa made it clear that organ donations from cadavers

*® The word ‘Fatwa’ derives from an Arabic word ‘fatawa’ which means religious rulings made by
consensus of religious scholars especially in new matters on which clear rulings are not found in the main
sources
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are permissible for Muslims as long as there are no elements of selling and bargaining
involved, and it is the only alternative treatment possible to save the patient’s life. The
transplantation itself must never become a cause of death to any living donor as one life
cannot be sacrificed to help save the life of another. That is why the donation of a heart

can only take place after the donor’s death and never before that.

At last, five years after the fatwa permitting organ donation and transplantations for
Muslims was released, historically the first ever living related renal transplant took place
at the Kuala Lumpur General Hospital on 15 December 1975, This was later followed
by the first cadaveric renal transplant on 1 June 1976. Soon afterwards, more kidney
transplants continued to take place; most of the kidneys were from living related donors
(including emotionally related) and only a few were from cadaveric donors®. Now, an
average of 40 to 60 kidney transplants are performed annually (2 per million of the
population per year) and this has not changed since the 1980s although the number of

renal failure patients keeps increasing each year™.

Liver transplant programs started in 1995 in Subang Jaya Medical Centre but were
limited to living donor paediatric liver transplants. Only recently, in April 2002, did the
Selayang Hospital, which has been designated as a Transplant Hospital, start its liver
transplant service with a living related transplant, which was immediately followed by

the first cadaveric liver transplant in the country.

The first heart transplant took place on 18 December, 1997, and this was carried out
exclusively at the National Heart Institute (IJN)*’. As for cornea transplantation, this has
been practised since the early 1970s, with corneas sourced from Sri Lanka. Today,
corneal graft surgeries are widely performed by ophthalmologists throughout the country,

both in government and private hospitals, using corneas obtained from Sri Lanka, USA
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and local cadaveric donors®. Bone marrow transplants started in 1987, initially for
paediatric patients and later for adults as well®®. Recently, it has become possible for
haematopoietic stem cells to be harvested both from blood as well as bone marrows for
the purpose of transplantations. Malaysia has also established its own National Tissue
Bank in July, 1991, at the School of Medical Sciences, Health Campus University
Science Malaysia, Kelantan. The bank functions by collecting, processing, storing and
distributing tissues such as bone, skin and amnion from both human and animal sources,
to be used by surgeons nationwide as biomaterial or tissue grafts to replace diseased
tissues. There are also bone banks established at the Kuala Lumpur General Hospital and
University Malaya Medical Centre. A cardiovascular tissue bank was also set up in IIJN in
1995 to retrieve and prepare cardiac homografts which are needed particularly in

paediatric cardiac surgery for repair of congenital heart defects®.
1.4 JUSTFYING ORGAN DONATION

Donating organs for those in need is a noble act, but there are both positive and negative
effects emanating from each procedure carried out. Basically, organ donation not only
ensures the survival of individuals with end-stage organ failures but also offers patients
the chance to regain the health they had enjoyed before they were affected by the disease,
achieving a good balance between the functional efficacy of the organ donated and the

patient’s psychological and physical integrity®.

Organ donation can gracefully offer patients prolonged survival and an improved quality
of life®®. There are cases where, for certain medical reasons, some patients are no longer
able to continue with their dialysis treatment; thus, a transplant must be done as soon as
possible to help save their lives. Added to the advancements in science and technology,

where surgical techniques and new immunosuppressive drugs have improved, it has been
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possible to perform organ transplants on increasing numbers of patients with excellent
results in terms of survival®. This increase in the number of transplant recipients has
even formed a new sociomedical community of “transplanted people”, characterised not
only clinically, but also by specific psychopathological features®. In the UK, patient
survival rates in adult recipients demonstrate that the one-, two- and five-year survival
rates are increasing if not being at least maintained®. For adult recipients, the five-year
kidney graft survival rates are 83%, 76% and 88% for living, deceased heart-beating and
deceased non-heart-beating donations, respectively®. For cardiac transplantation, patient
survival is 81% at one year and 72% at five years. The corresponding figures for lung
transplantation are 75% at one year and 54% at five years®’. The one- and five-year
patient survival rates following deceased heart-beating donor liver transplantation are
89% and 75%, respectively. The one-year graft survival rates for pancreas and
simultaneous kidney and pancreas transplants are 69% and 88%, respectively. The one-
and five-year corneal graft survival rates following a penetrating keratoplasty are 93%
and 69%, respectively®®. However, there is always the risk that organ rejection might
cause the organ donation procedure to fail, particularly when the recipient’s body refuses
to accept the new tissue implanted within it®. If the donor and recipient have similar
biological features, such as blood type or ethnic group, the risk of rejection might not be
too high. But the greater the dissimilarities between them the more intense will be the
reaction’®. The degree of rejection also varies according to the organs involved; for
example, rejection is more likely to happen with transplanted hearts, kidneys, glands,
lungs and pancreas, compared to cornea and cartilage transplants”. However, these risks

of organ rejections can be treated by providing immunosuppressant drugs. And although
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there might be problems such as prolonged wound pain or depression after the operation,

these are not serious as they will normally cease as time passes.

In terms of financial costs, although organ transplantation procedures are expensive they
are still considered cost-effective compared with dialysis’®. Normally, a kidney failure
patient will be attached to a dialysis machine a few times weekly, and the patient is
totally dependent on the machine throughout his/her lifetime. However, kidney donation

1”3, and provides relief from high-impact socioeconomic burdens’, as it only

is economica
incurs one-shot operational costs and immunosuppressant drugs. Research conducted in
Spain pertaining to the costs involved in both treatments estimated that renal replacement
therapy costs almost twice the total cost of all solid organ transplants performed.
Similarly, in the US, the cost of dialysis is three times the cost of a kidney transplant over
a 4-year period’. In the UK, it is estimated that the National Health Service (NHS) will
save up to £21,900 per annum if a patient has a kidney transplant rather than having
dialysis’’. According to a European study, kidney transplantation for 1,000 patients saved

2 million euros’®.

Additionally, when debating cost-effectiveness, some may dispute whether it is worth
spending so much money on organ donation procedures particularly when there is no
guarantee that they will succeed. Moreover, even successful operations may only manage
to prolong the patients’ lives for one or two years more; in addition they are vulnerable to
post-operational complications such as infections, bleeding, rejection of the organs and

many other eventualities. The worst case is when the patients do not survive the operation
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procedures themselves. However, all these claims are refutable because, by having organ
donations, at least we are not hopelessly yielding to fate. Before any organ donation
procedures take place, every possible measure is taken by the treating surgeon, physicians
and neurologists to weigh the degree of risks and benefit involved to ensure that the
operation is worth carrying out”. The surgeon must be convinced that the proposed
procedure satisfies the risk or benefit assessment, and a substantial degree of latitude is
afforded to the prospective donor®’. Safety of both the organ donor and recipient is the
top priority to ensure that both of them will survive any possible complications that might

take place post-operations, particularly in living donation cases.

Another challenge is to carry out as soon as possible any organ transplantation
procedures scheduled. This is because these organs and tissues can deteriorate rapidly
outside a working cardio-respiratory system. So, all operational procedures must
commence almost immediately to prevent the available potential organs from being
unusable and wasted. Luckily, nowadays, there are certain techniques available to prevent
fast deterioration of these tissues and organs before and during transplantation. However,
after a person has died, it is best to remove the kidneys within one hour and the corneas
within 24 hours; as for the heart valves and tracheae, they can survive for up to 72

hours®.

Besides the financial impact and cost savings that it brings, organ transplantation is
justifiable as it allows the waiting list of donees to be reduced. Although many countries
currently face problems in meeting each and every request for an organ, by at least
allowing and promoting transplantation to take place wherever possible, each country
helps to reduce the numbers of those waiting hopefully for healthy organs. In the future,
it is also predicted that demand for organs will increase due to a rapid rise in certain

diseases such as diabetes and hepatitis C, together with an ageing population®. So, more
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organs will be needed as a solution for this. Promoting organ donation will also indirectly
secure a country’s supply of potential human resources generally. As more lives are
saved and prolonged, these people will hopefully be able to lead a good-quality, normal
life and contribute their labour services to the nation. A brighter future awaits the
recipients, although they must be constantly encouraged towards a more fulfilling and

better quality of life®.
1.5 THE ORGAN SHORTAGE CRISIS

Analogically, the human body is similar to a kind of machine; however, once essential
body parts resembling the body organs start to fail, replacing them with another similar
organ is not as simple as finding a match for a broken-down machine. It is a fact that
organ transplantation procedures can extend people’s lives, although various biological
factors must also be taken into consideration. The limited supply of human spare parts is
actually due to a limited supply of donors in the first place. Thus, this contributes to the
problem of organ shortage which remains unresolved despite various methods and
systems being introduced and applied to help combat this problem.

The global problem of organ shortage is the main barrier stopping many more patients
benefiting from organ donation procedures and the cause of many more having to join
long queues on the waiting list®. This problem of organ shortage started to emerge in the
mid-1980s, when people who needed organs had to wait for a very long time to get the
required organs® and the demand for organs became far higher than the number of
organs available. In other words, demand is soaring beyond supply. This was partly the
result of successful achievements in organ transplantation procedures® and advanced
medical technology which managed to control the rejection of the foreign human organ in

a patient’s body®’. Consequently, more patients began to favour this alternative cure for
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their diseases. Another cause for the shortage was the attitude of surgeons who became
more selective in their search for quality organs since this would result in better survival
rates for patients®. In many countries the traditional source of organs for transplantation
is from victims of road traffic accidents®® who have sustained intracranial haemorrhages,
and from patients dying from sudden catastrophic medical causes such as cerebrovascular

accidents, acute respiratory failure and others®.

However, the advent of rapid means of evacuating accident victims and the general
improvement in resuscitation techniques have also resulted in a drastic reduction in the
number of patients dying from injuries and consequently, fewer potential cadaver organ
donors. Lastly, another major reason for the decline in the number of organs available for
transplantation is the refusal of relatives of patients declared brainstem-dead to give
consent for organ procurement®. Nowadays, the problem of scarcity remains as
thousands of people all over the world still die each year while waiting to receive a new
organ. In the UK for instance, up to the 1% April 2009, although 1,369 patients have
received transplants, 8,131 people are still waiting hopefully for their transplant to take
place®. Currently, according to the NHS Blood and Transplant (NHSBT), there are 7,986
people in the UK on the “active” waiting list for an organ transplant®. This is not to
mention the additional 2,300 who are on the “suspended” list because they are too ill or
unable to receive a transplant at present; in total, there are more than 10,000 people
needing an organ transplant in the UK alone®. Sadly, in 2007/08, approximately 1,000
died after waiting in vain on the waiting list*. This problem is causing more preventable

deaths and suffering among innocent chronic patients although around 90% of UK
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citizens are in favour of organ donation®. The UK still falls near the bottom of the league
table of European countries in terms of donor rates, with just 13 donors per million of
population®”. Approximately 1 patient on the UK transplant list dies every day while
waiting for an organ donor®, and this waiting list is growing rapidly by 8% a year®. The
number of patients on the active and suspended transplant list reached 7963 in 2008,

compared to only 5396 in 1999

In the United States, one patient is added to the waiting list every 15 minutes®®. In 2006,
although 28,110 organ transplants were performed, including 6,896 from living donors,
6,342 patients still died while on the waiting list'®. Later, in 2007, more than 95,000
patients were reported as still waiting for their transplants to take place'®. As a
consequence of this global crisis, patients with vital organ failure are deprived of a new
life; others with non-vital organ failure are deprived of life extension'®. From an
economic point of view, as more of these precious lives could not be saved, more

valuable human resources are being continuously wasted.

Focusing on Malaysia, the demand for organs is also high although it varies according to
type. It is believed that shortage of these organs is not primarily the result of a lack of
suitable donors but is rather the consequence of failure to identify potential donors and
turn them into actual ones, obtaining consent, and other weaknesses in the administration
of the existing procurement system. Other factors, such as misunderstanding certain
religious and cultural values, lack of awareness, and family objections undoubtedly

contribute to the problem. Although the waiting list for organs is endless, unfortunately
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not many local organs are made available, forcing patients to purchase organs for
transplantation at their own cost from other countries such as China and India'®. This
scenario is worrying, as an estimated 2,500 chronic patients are added to the waiting list

each year'®.

In 2005, Malaysia witnessed declines in the number of potential donor referrals made to
the National Transplant Procurement and Management Unit (NTPMU) and the number of
actual organ and tissue donations made. From a total of 62 potential donor referrals, in
the end only 13 became actual donors'®”. This resulted in a very low rate of only 0.53 per
million of population'®. In 2006, however, there was a marked increase in the number of
potential donors referred to the NTPMU; from 112 potential donor referrals made, 25
actual donations materialised, although this increase was still not sufficient to meet the
high demand for organs nationwide'®. The positive increase did not last long as, in 2007,
a decline was again reported in the number of potential cadaveric donors referred to the
NTPMU nationwide, dropping significantly to only 73 referrals. However, the number of
actual donors remained the same at 25, which translated into a donation rate of 0.99 per
million of population (pmp)**°. Data from these three consecutive years clearly show that
there has been no improvement in the number of actual organs obtained, meaning that the

organ shortage problem is still unresolved.

Accordingly, over the past twenty years, as the number of cadaveric organs, particularly
kidneys and cornea donations, were very few and far between, the transplant team was

only required to manage cases on an ad hoc basis, particularly whenever there were any
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organs available!*. Currently, only about 40 to 60 kidney transplants are done annually,
which represents 2 pmp per year, and this situation has remained the same since the
1980s™*2. This fact contributes to the significant increase in the number of renal failure
patients going onto dialysis therapy, from 33 pmp in 1995 to 101 pmp in 20054, This
suggests that less than 6% of end-stage kidney failure patients receive transplants and the
vast majority will have to accept lifelong dialysis therapy as their only available
option*™®. Therefore, due to this severe shortage in kidney supply, many patients have
resorted to having their transplants done commercially overseas in countries such as
China, where commercial cadaveric transplants are the main source of kidney supply, and
India, where the required kidneys are procured from commercial living unrelated
donors™®, including from Pakistan and the Philippines™’. There is also a shortage in the
supply of hearts; for example, up to 2004, it was reported that 31 patients had died while

waiting for a suitable heart donor®,

Although Malaysia faces a huge challenge to increase the number of actual donors, the
number of registered potential donors nevertheless seems to have stabilised in recent
years. Statistics from the National Transplant Registry up to 31 August 2009 record that
Malaysia had a massive number of 133, 496 registered organ donors; in contrast,
however, only 256 have eventually become actual donors'*®. Similarly, for the year 2009

alone, up to 31%" August 11,195 people had pledged to become organ donors, but only 24
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have actually fulfilled their intention and become actual organ donors?. Therefore,
based on the statistics above, it would be fair to conclude that Malaysia does not lack a
large number of potential organ donors even though many more are neither participating
nor taking initiatives to register as organ donors. However, most important of all,
something appears to be hindering these potential organ donors in proceeding to become
actual organ donors. This scenario also signifies that the existing measures are
insufficient and not effective enough to ensure that enough organs are procured as
expected, to meet the high demand for them. Perhaps the existing doubts and
controversies about the actual practice of organ donation and transplantation procedures
have affected the public’s confidence, causing people to alternatively resort to the media
for publicity and a rapid search for their required organs. It is suspected that all this
contributes indirectly towards the organ shortage problem. And until clear information
and knowledge is disseminated, these confusions and misunderstandings will remain part

of society’s way of thinking
1.6 CONCLUSION

Organ donation is not a new issue, although it is still struggling to win a place in
everybody’s heart. Some might think it an uncomfortable issue to ponder, perhaps due to
its slightly negative consequences, but for others it might be the only hope left for
survival and is worth trying. Additionally, the fact that history has shown how many lives
have been saved through organ donation will be immaterial unless the public can really
appreciate its importance. Until then, the problem of organ shortage will continue to pull
us down; the supply of potential organs will remain insufficient, causing many more lives

to be wasted unnecessarily.
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CHAPTER 2
A REVIEW OF VARIOUS LEGISLATIVE SYSTEMS FOR ORGAN
PROCUREMENT WORLDWIDE

INTRODUCTION

The organ shortage problem is being experienced globally, and various solutions have
emerged to regularize the availability of the required organs. The scientific ideas
suggested range from manufacturing artificial organs and medical devices from synthetic
materials such as implantable “bio-machines” that replace or supplement the functions of
failing tissues'?!, to growing new organs from one’s own differentiated cells through
tissue engineering'??, and even to providing a supply of humanised organs from animals
by xenotransplantation technology*?®. Cloning organs is another biotechnological
possibility being considered though it is still far less certain how individuals’ bodies
would respond to these cloned organs'?*. So, although these technologies are constantly
developing, they still have their own practical limitations and evoke various degrees of

moral concern or condemnation*?®.

Additionally, a few regulatory systems and pieces of legislation have been introduced and
adopted in various countries to solve the same problem. This chapter will highlight a few
of these legislative systems introduced to increase the number of human organs available
for organ transplantation purposes. These will include the opting-in system, the opting-
out system, organ conscription, organ trading, the required request system and, lastly, the

mandated choice system. The discussions will deliberate on how these systems function
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in different country settings, and whether they are useful in helping to reduce organ

shortage problems.

2.1 THE OPTING-IN SYSTEM

The opting-in system, also commonly known as the ‘contracting-in’ system, permits
tissue and organs to be posthumously removed for organ donation procedures, provided
that a clear and informed consent has been obtained*?® expressly without any elements of
speculation and assumptions involved. This opting-in system is classified into two types,
namely the ‘narrow opting-in system’ and the ‘wide opting-in system’'?’. The difference
is that, in a narrow opting-in system, only the donor can provide consent for his/her
organs to be removed upon death while, in contrast, a ‘wide opting-in system’ allows
consent to be obtained from the donor and his/her surviving next of kin as well*?®,
Therefore, as the element of consent from the donor is considered significant, especially
in the narrow opting-in system, the criteria of individual autonomy are accordingly

fulfilled and every organ donated can be assumed to be made in the spirit of altruism.

a) The United Kingdom

The UK currently applies the opting-in system, although there is support to change to the
opting-out system®?°. Therefore, organs can only be taken from people who have legally
established an effective consent™. Subsequently their name will be put on the NHS
Organ Donor Register which demonstrates that the person has agreed to become an organ
donor and has consented for his/her organs to be used for transplantation.

Subsequently, the registered donor will be sent a donor card for easy identification®®.
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Although it is advisable to carry the organ donor card at all times, it is normal for cards to
become damaged or lost or they might not be carried with the donor when he/she is taken
to the hospital. So, with the existing registration system, once a person registers his/her
name on the Organ Donor Register, their wish to become an organ donor has already
been secured, as all the required details and wishes have already been safely recorded on
a National Database, maintained by NHSBT and available to the authorized medical
personnel™®.

Later, the Chief Medical Officer’s Report of 2006 initiated proposals to amend legislation
by creating an opt-out system for organ donation, with proper safeguards and good public
information, as the solution to the organ shortage crisis in the UK. Initially, Mr.
Gordon Brown, the UK’s Prime Minister at that time, also expressly supported a change
in the organ procurement system when he commented that the opting-out system could
potentially close the aching gap between the potential benefits of transplant surgery in the
UK and the limits imposed by the current system of consent'*®. However, the indication
that he would willingly back the Spanish-style opting-out approach received various
responses as, four years earlier, Gordon Brown and Alan Johnson, the Health Secretary,
had voted against opting-out for organ donations on the basis that there was no public
support; they believed that there were better ways to increase donations. They also
mentioned that it was not for the state to determine what should happen to people’s

bodies after death®,

The Liberal Democrat MP Dr. Evan Harris, chairman of the All-Party Kidney Group and
a member of the British Medical Association’s Medical Ethics Committee, positively
described the Prime Minister’s support for the opting-out system as “good news for

patients, good news for potential donors and good news for their relatives”'®. The
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Liberal Democrat Health spokesman, Norman Lamb, was also delighted with this
positive development as, according to him, more potential lives could be saved through
this system although, at the same time, it was essential to ensure that the ability to opt out
of the system was a genuine one and no families should feel that such a step was being
taken against their will**. Junior Health Minister Ben Bradshaw further added that the

139

proposals could save thousands of lives and further reduce medical costs However,

despite the support, many were opposed to this stunning development.

John Fabre, the past president of the British Transplantation Society, argued that there is
no conclusive evidence that presumed consent works'*. Fierce opposition was also
expressed by patients’ groups and the Shadow Health Secretary, Andrew Lansley, who
opined that it was not for the state to decide what should happen to peoples’ organs after
death. He further emphasised that the government’s responsibility is to encourage
registration and ensure transplant co-coordinators and transplant nurses are in place so
that, when organs are made available, they can be used for transplants'**. Joyce Robins of
the Patient Concern Watchdog was equally opposed to the suggestion of turning to opting
out; in her view, although the system is alternatively called ‘presumed consent’, there is
in reality no element of consent involved at all**%.

Following the Chief Medical Officer’s recommendation in his annual report for 2006,
and the various reactions to it, the Secretary of State for Health, Alan Johnson, asked the
Organ Donation Taskforce chaired by Elisabeth Buggins to examine how organ donation
and transplant rates could be improved'*®. The Taskforce consulted and sought an
enormous range of opinions from various levels of society including academics, health

professionals, laymen, organ recipients, families of donors and faith leaders before

138 (i
Ibid.
139 ‘Brown Backs Organ Donation Overhaul’. 12 January 2008. Daily Express.
http://www.express.co.uk/posts/view/31274/Brown-backs-organ-donation-overhaul viewed on 12 April
2008.
10 Nigel Hawkes, ‘Organ Supply ‘Can Be Boosted Without New Law’. 17 January 2008. The Times.
http://business.timesonline.co.uk/tol/business/law/article3200361.ece.viewed on 12 April 2008
L philippe Naughton. ‘Tories Criticise Brown on Organ U-turn’. 13 January 2008 Times
Sznline.http://vvww.timesonline.co.uk/tol/news/politics/article3180510.ece. viewed on 12 April 2008
Ibid
143 Organ Donation Taskforce, http://www.national archives.gov.uk, Viewed on 1 October 2010

24


http://www.express.co.uk/posts/view/31274/Brown-backs-organ-donation-overhaul
http://business.timesonline.co.uk/tol/business/law/article3200361.ece.viewed
http://www.timesonline.co.uk/tol/news/politics/article3180510.ece

suggesting the solution***. As a result, in January 2008 the taskforce proposed 14
recommendations including suggestions for doubling the number of front-line transplant
co-coordinators, strengthening the network of organ retrieval teams, identifying potential
donors sooner, providing mandatory training of critical-care staff and promoting organ
donation extensively by using the 11 million pounds of funding provided**®. And most
important of all, the Taskforce, in its later report released in November 2008, managed to
reach a clear consensus in recommending that an opting-out system should not be
introduced in the UK at the present time; if the donor numbers do not grow by 50% by
2013, despite all the 14 recommendations being implemented, only then should the issue

of shifting to opting out be reconsidered™*.

2.2 THE OPTING-OUT SYSTEM

The opting-out system presumes the consent of the potential donor to be in existence
upon the death of the deceased party unless an objection has been registered earlier™*’.
The law could permit organs to be procured, unless the person explicitly opts out of such
a commitment™*®, This means that the government and procurement organisations may
assume that citizens are willing to donate their organs at death if they do not state
otherwise'®”®. ‘Presumed consent’ or ‘contracting out’ are other terms for this
arrangement. However, there is a view that the term ‘presumed consent’ is something of a
misnomer in medical care, because consent is supposed to be an active process where

permission is given expressly by a patient for a procedure to be carried out on their
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body™°. Valid consent is necessary to avoid any possibility of the clinical staff being
guilty of an assault on the particular patient. Therefore, if the patient lacks capacity and is
unable to give consent for vital invasive procedures, the doctors would be acting on their
own judgement of the patient’s ‘best interest’, and not actually on ‘a presumption’ of
consent’ ™!, Currently, at least 13 European countries, including Spain, Austria, Portugal

and Belgium, have adopted this opting-out system™?, which is further classified into two

types:
a) The hard (wide) opting-out system;
b) The soft (narrow) opting-out system.

The hard opting-out system relies solely on the individual citizen to declare him/herself a
non-donor while, in some legislations, the soft opting-out system also allows the family
members of the deceased to opt out on their behalf, either in the best interest of the
deceased or if they themselves prefer to do so, depending on the particular legislative

scheme applicable'®®

. In other words, in the hard opting-out system, an objection to the
removal of organs can only be made by the deceased prior to his/her death but, in the
latter system, objections may also come from the surviving loved ones on or after the
death of the deceased potential donor®®*. Supporters of the opting-out system envisage
any objections being recorded on a formal register without any reason being required but,
according to the British Medical Association, even a verbal objection should be
sufficient™. Belgium has established a Centralized Registry to record objections from

those wishing to opt out from being an organ donor; however, only 1.8 per cent of
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Belgians have in fact recorded such an objection™®. Nevertheless, this opting-out system
is seen as a huge relief for family members, as they are relieved of the burden of having

to decide and give consent on whether the deceased’s organs should be donated or not**’.

8 and, even in cases where the

This burden can commonly cause familial distress™
decision-making is still available to families, the weight of the decision is made lighter,
particularly by knowing that the deceased, during his/her lifetime, had never decided to

“opt out” of presumed consent and had agreed to donate his/her organs™.

The hard opting-out may perhaps be closely related to ‘compulsory taking’ which
resonates with the notion that cadavers belong to the state, and are to be used for valid
therapeutic purposes'®, while others regard it as a compulsory act of recycling organs'®.
However, J. Kevorkian took a stronger, negative stand by observing that the absence of
consent is arguably equivalent to an act of stealing (organs) by the state®?. Because there
is no actual consent from the individual, as consent is presumed, there is a possibility that
the deceased might not have used his/her opportunity to opt out even if he/she had
wanted to. So it is possible to argue that there is actually no element of consent existing at
all*®®, Here, consent is fictionalized in the absence of any positive indication that organ
transplantation and removal has been agreed™®. So, in these situations, rather than
relieving grieving relatives of the burden of deciding about donation, it might turn into a
morally degrading act which takes away the option of an individual to decide by his/her

own consciousness whether or not to donate his/her organs'®®. Additionally, this could
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cause ill-will, particularly when the organs had been removed and relatives subsequently
came forward with objections'®®. Nevertheless, if extensive comprehension and massive
campaigns of public education on the matter could be ensured, the concerned parties

167

would have sufficient knowledge about it™". Meanwhile, whether silence indicates a lack

of understanding rather than agreement is another issue that must be considered.

Another negative point about this system is that it allows exposure to more medical risks
since the removal of organs is done without prior discussion with relatives. This is
actually important because families and relatives may know about the donor’s previous

medical history and could prevent the harvesting of affected organs'®®.
a) Spain

Spain has a “hard” presumed consent law but has never practised it'®°. This is why it is
more popularly known for applying the ‘soft’ opting-out system where doctors take
active measures to ascertain that the families do not object to organ procurement from the
deceased’”®. Nevertheless, this has still consolidated Spain’s position in reaching the

world standard in organ donations'”* and becoming the country with the highest rate of

172

organ donors in Europe™*“. Initially, the organ donation rate in Spain was only 14 per

173
9

million of population; however, drastic changes were made in 1989°"° when the National

Transplant Organization was founded as a new infrastructure'™. It started to improve its
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coordination system by providing plenty of support and training to all its transplant
coordinators'’®, recruiting more estate planners, nurses, emergency and intensive care
physicians and upgrading hospital facilities'’. Afterwards, in 1997, Spain’s organ

81" ‘it rose to

donation rate increased to 29 donors per million of population while, in 199
the rate of 30 donors per million people'™. The following year, its National Transplant
Organization released data showing that organ donation in Spain had increased by
another 6.7%, achieving 33.6 donors per million of population”. Recently, in 2007, the

donation rate reached 34.4 donors per million of population*®,

The opting-out law in Spain initially considered any person certified brain-dead a
potential donor unless he or she had previously expressed denial of such consent®.
Later, after an important change was made to update the 1980 legislation, the potential
donor pool was extended to include people who die of sudden cardiorespiratory arrest or
asystole'®. Therefore, any person judged to be dead “by means of cardiorespiratory
criteria”, including having unequivocal evidence of absence of both heartbeat and
spontaneous breathing for 5 minutes after appropriate resuscitation procedures, will be
considered a potential organ donor'®. Practising a soft opting-out law means that the
relatives’ views are considered and they can refuse donation even if the deceased wanted
to donate his/her organs™®. That is why, in practical terms, the hospital staff members
always approach the surviving family members, not to request permission to procure

organs, but to ascertain whether they would prefer not to allow procurement to proceed as
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it normally would'®. Spain also approves living organ donations as long as the organ
removal is “compatible with life” for the donor. It also introduced a new diagnostic
criterion of brain death based on rapid cerebral blood flow measurement where,
previously, brain death was diagnosed by having two electroencephalograms, the second
being obtained six hours after the first one®. However, advertising for organ or tissue
donation from individuals or health centres is forbidden in Spain, including providing any
type of reward or remuneration for any donated organs or tissue'®”. This is because Spain
still emphasizes that organ donations should be based on voluntary values and the spirit

of altruism?®é,
b) Austria

Austria has the second-highest organ donation rate per million population after Spain*®
although, contrastingly, it has operated the hard opt-out system ever since 1982'%, and
does not take into account the views of those close relatives when harvesting available
organs for transplantation purposes'®’. So, organ transplantation will proceed unless it is
known that the deceased objected before death'®?, and the views of relatives are not

actively sought*®

. Thus, only the views of the deceased are taken into consideration, and
whenever the person disagrees with any removal of his/her organs he/she must always

carry a written statement to this effect, which is normally enclosed with the identification
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card'®. Another possibility is to have one’s name recorded in the Opting-Out Register,
which is a central index that transplantation surgeons can consult around the clock before
removing any organs'®. This system has enabled Austria to claim the highest cadaver
kidney donor rate among the leading ‘transplant countries'®®and the country has
witnessed a more than doubled donation rate of 4.6 per million people per year (pmpl/yr)
to 10.1 pmp/yr in 1985 only after four years of implementing the hard opting-out

system. To this day, Austria continues to have an impressive donation rate'®.

¢) Singapore

Singapore introduced opting-out legislation after a long period of transplant activity
under an ‘opting-in’ system initially*®®. This change was prompted by Goh Chok Tong,
the Health Minister, as a solution to obtain more cadaveric kidneys in 1987%°. This
Human Organ Transplants Act (HOTA), though applicable throughout the country,
initially exempted Muslims and persons over the age of 60. Minors under 21 years of age
and persons of unsound mind were also exempted from this system, unless parental
consent had been obtained. This Act initially allowed kidney removal for transplantation
purposes, following brain death certification, unless any objection had been registered
during the lifetime of that individual®®. These kidneys were mainly harvested from
cadaveric donors involved in road traffic accidents; however, any person not willing to

donate their kidneys after death could still register their objections®®%. Success followed
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this big change as donor numbers increased from 4.7pmp/yr to 31.3pmp/yr?®, and in
1989-1990 the number of transplants increased significantly, allowing Singapore to
discontinue importing kidneys from Europe and North America®®. Then, in 2004, the Act
included deaths resulting from non-accidental causes as a potential source as well.
Compared to the previous 1987 Act which only focused on kidney transplants, the 2004
amendments covered more organs and tissues including livers, corneas and hearts,

particularly in cadaveric organ donations®®.

Later, in 2008, further amendments took place in the HOTA. This time, the changes
sought to include Muslims as potential organ donors as well. Simultaneously, due to
certain circumstances, the Singapore Fatwa Committee, made up of eminent religious
leaders and chaired by the Mufti of Singapore Mr. Said Isa Mohd. Semait, had
reconsidered organ donation matters involving Muslims. Before this, as the HOTA
excluded Muslims, those wishing to donate their organs had to register themselves as
potential donors upon their death but only 16,000 out of 300,000 Muslims in Singapore
had willingly become potential donors, which is not compatible with the demand for
organs among Muslims, which is undeniably constantly high®®®. However, according to
Mr. Nazirudin Nasir, Head of Religious Council Singapore (MUIS), the results of a
survey conducted among Singaporean Muslims showed that 70 per cent of them were in
favour of being included under the HOTA?. Thus, based on historical religious texts and
considering contemporary issues and developments in the Islamic world, the Religious
Council decided that Singaporean Muslims should also be included under the HOTA to

allow more Muslims to benefit from it and to help save more precious lives. However,
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there had to be assurances that the time needed to remove the organs would be shortened

and no delays should take place in the burial process®.

Islamic Law actually requires explicit consent in organ donation procedures but,
considering that the response to the pledging scheme is very low and bearing in mind all
the difficulties that must be overcome, the opting-out system is now accepted as a form of
consent?®®.  Nevertheless, to apply this new fatwa, extensive public education
programmes and various other means of outreach must be undertaken to inform the
Muslim community about the chance to opt out of the HOTA if they decline to become

potential donors in the future.

By virtue of this fatwa, in January 2008, the Singapore Minister of Health finally
announced that the HOTA 2004 had been passed by the Parliament to include Singapore

122° while

Muslims, starting from August 1* 2008, in an effort to enlarge the donor poo
enhancing the access of Muslims with organ failure to donated organs®!. This new
amendment will automatically presume that all Muslims aged between 21 and 60 have
agreed to donate vital organs including kidneys, heart, liver and corneas upon death

unless they had opted out of the system earlier.

Recently, by virtue of the latest 2009 amendments, starting from 1% November 2009,
HOTA will officially cover all Singapore Citizens and Permanent Residents of 21 years
and above, who are of sound mind, unless they have opted out. Those aged 60 and above
have now officially been excluded from this organ donation system?2. So, although
consent to donate organs is presumed among qualified citizens, there is still space for

those who wish to opt out. This ensures that elements of coercion and force do not exist
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within the system, as citizens wishing to opt out will simply need to fill in a pink
“Objection to Organ Removal under Section 9(1)”form, which can also be downloaded
from the Ministry of Health’s website, and send it to the National Organ Transplant
Unit*3. Singaporeans are also still at liberty to choose either to opt out totally from being
an organ donor, or to just opt out for specific organs, for example, to donate kidneys but
not the liver, cornea and the heart?*. If a person wishes to opt out, it must be done during
his/her lifetime and while he/she is still able to do so, as family members cannot opt out
on behalf of another even if that person is in a comatose state. However, once a person
chooses to opt out, he/she will consequently get lower priority on the organ transplant
waiting list should he/she require an organ transplant in the future?™®. This is similar to
the practice applied in Austria, where it is perhaps intended to prevent people from taking
advantage of others, particularly by not being willing to become a donor themselves, but
at the same time still wanting to enjoy the benefits of the system from others who have

agreed to contribute and become organ donors.

However, despite the smoothness of the system, controversies sometimes still occur,
creating sensational stories for the media. Consider what happened to Mr. Sim Tee Hua,
aged 43, who collapsed at work and was declared brain-dead due to a stroke and brain
haemorrhage. Upon confirmation by the hospital of his condition, the hospital staff
wanted to proceed with organ-harvesting but his relatives requested a delay of another 24
hours hoping that a miracle would happen and he would wake up. Their request was
allowed but, after this period had expired, the family requested another 24 hours, which
was rejected since this would have caused the organs to become unusable. The transplant
medical team had no choice but to carry on with the operation. The doctors’ acts were
justified as, under the HOTA 2004, kidneys, livers, hearts and corneas suitable for
transplant can be removed from all Singaporeans and permanent residents who are non-
Muslims, upon their death, unless they had opted out from being potential donors. Since

Mr. Sim had never opted out, his family was totally powerless to stop his organs from
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being removed. According to the Ministry of Health, whenever such situations happen
the doctors will try to accommodate the family’s request but, at the same time, they also
need to consider the time factor which will affect the condition of the organs being
harvested?'®. However, some still felt that compassion and humanity should always
prevail in such situations, where the family is still reeling from shock over the death of a
loved one®’. This incident indirectly shows that many people are still unaware that
certain organs can be taken away upon their death unless they have chosen to opt out
earlier. The Singapore Ministry of Health was criticized and urged to ensure that this
system is publicized and understood by the Singaporeans while simultaneously making
all the opt-out forms more readily available, including online, so that people need not go

hunting for these forms in clinics and hospitals®.

However, although a few countries such as Singapore and Austria have recorded an

219 it must be remembered that this was not

increase in donation rates of up to 25%
achieved by the change in legislation alone?”. Each country introduced many other
changes at the time of the legislation including improved infrastructure, increased

221 Moreover,

funding for transplant programmes and increased awareness among society
not all countries switching to the opting-out system have high organ donor rates. For
example, Sweden applied the opting-out system in 1996, but continues to be among those
with the lowest organ donation rates in Europe®?%. This is possibly due to the success of
policies on CVA treatment and traffic safety since there is a strong correlation between

mortality rates from Cerebral Vascular Accidents (CVA) and traffic accidents and
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donation rates®®. Brazil (which adopted the ‘hard’ presumed consent law) and France
also experienced a negative impact from the presumed consent system, due to claims of
mistrust of the government, including accusations of body snatching, which damaged the
public trust respectively®®. This shows that a presumed consent system alone does not
necessarily guarantee higher donation rates and that changing the consent system does

not have a significant impact on the trends of donor efficiency rates®*°.

2.3 THE CONSCRIPTION SYSTEM

A conscription system is one where tissue and organs can be removed posthumously for
transplantation, irrespective of any consent or refusal®®. Under this system, dead bodies
or their parts are treated as public property either indefinitely or for a limited period
before what remains is released for disposal?’’. This means that organs from cadavers can
be harvested automatically and be made mandatorily available as neither the relatives nor
former ‘owners’ of the cadavers need to be consulted about their organ disposal 2. As
this system removes the necessity to seek permission at a grieving moment of death while

229 it holds that neither the deceased nor their

also removing any moral objections to it
surviving loved ones have any relevant moral interest in controlling what happens to the
tissue and organs or that their moral interests are overridden by positive duties and
sacrifice towards the community, to the extent of denying autonomy and violating bodily

230

integrity“™. A strict system of conscription would supposedly maximize the supply of

cadaveric organs for transplantation®" while avoiding the complexity of having reluctant
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staff members confront families, asking for consent to procure organs®*?. The only major
concern about conscription is that it violates autonomy?*, though this might be better
tolerated than allowing more people to die for lack of organs for transplantations®**.
Moreover, there is a controversial view that the cadaver has no autonomy: thus it cannot

be harmed nor suffer pain®®,
a) China

In organ conscription, governments can simply harvest organs from potential donors®®.
China stands alone in continuing to use the organs of executed prisoners for transplant
surgery”®’ though some Western countries, particularly France?®® and the USA?*, also
applied this policy in the earlier days of organ transplantation activities. China
implemented a policy of organ conscription which has routinely harvested organs from
prisoners since 1983. This policy was known as the “Strike Hard” campaign which
announced that China would begin executing common criminals, and the death penalty is
considered legal®*®. However, compared to other countries, which support capital
punishments for only the worst crimes, China classifies more than 68 offences as capital,
including car theft, embezzlement and discharging of a firearm?*. This explains why,
each year, the number of executions in China exceeds by at least twofold the number of
executions in the rest of the world put together®”. In 1984, the Chinese government

issued a policy paper entitled Provisional Regulations [...] on the Use of Dead Bodies or
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Organs from Condemned Criminals, which stipulated that the prisoners were to be
executed by being shot?*®. Following that, China then created “Rules Concerning the
Utilization of Corpses or Organs from Corpses of Executed Criminals”®**. This law
allows the government to use a prisoner’s organs if that prisoner consents to donate?®, or
the prisoner’s family have consented, or in a situation where nobody claims or collects
the body®*®*?*’. These rules are believed to actually assure consent, regardless of the

actual desire of the prisoner or his family®*®,

Moreover, prisoners are commonly
abandoned by their families due to shame or fear of repercussions®*®. At a World Health
Organization meeting in November 2005, the vice-minister of China’s Ministry of Health
disclosed that 95% of organs transplanted in hospitals in China come from executed
criminals, with the other 5% coming from living donors®°. In 2005, reports by human
rights group Amnesty International observed that at least 1,770 people had been
executed, although the true figure is believed to be much higher®*. Every year, thousands
of prisoners are executed to provide fresh organs for transplantation in times and places
where they are most needed®?. These prisoners are shot through the back of their heads,
drugged, intravenoused and occasionally respirated, so that their hearts will keep beating

until they are transplanted to the recipient®3. Their organs are sold to high-paying
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foreigners needing transplants, and livers are reported to cost £50,000 each®”. So,
although it is often reported that these organs are taken with the express permission of the

255

convict™, there are still many assertions that Chinese medical staff immediately procure

organs from executed prisoners without the prior consent of the prisoner or his family?*®.
And, as the brain death concept is not well-defined or fully accepted in China, it is even
possible for organs to be procured from prisoners who are not brain dead®’. This was
alarming and consequently raised doubts about whether the prisoners who surrendered
their organs had actually acted freely. Recently, however, China’s Ministry of Health and
the Red Cross Society of China have jointly launched a pilot organ donation system in
five cities and provinces, including cities such as Nanjing, Shanghai, Tianjin, Wuhan and
Xiamen and the provinces of Guangdong, Jiangxi, Liaoning, Shahdong and Zhejiang, to
harvest organs from confirmed brain stem-dead patients as part of China’s initiative to

come into line with internationally accepted practices in organ donation®®®,

The Chinese Medical Association had announced an agreement, in 2007, to restrict the
use of organs from executed prisoners for donation to immediate relatives®®, thus
curbing transplant tourism and also organ trafficking®®®. However, despite such
announcements, its military hospitals are reported to have disregarded the ban and are
still selling organs from executed prisoners, although its Ministry of Health denies it*®*.
Their long-term goal is to abolish the death penalty but, until this takes place, certain

regulations have been established to protect prisoners’ rights and desires and to separate
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transplant programmes from the prison system?®. China has set up additional safeguards
to ensure these rights by requiring written consent for organ removal from the prison
donor, reviewing all death sentences by the Supreme People’s Court; and limiting every

transplant professional’s involvement only until death has been officially declared®®.

2.4 ORGAN TRADING

There are limits to what can be bought or sold as commodities as some things are so
valuable, priceless or sacred that they should never be allowed into the marketplace®®.
This includes human organs, the buying and selling of which is widely considered to be
morally pernicious®®. An organ donor can donate a body or its organs to benefit a
country or society, but not for private profit?®®. Allowing the organ market can be

perceived by some as showing disrespect to one’s body parts®®’

while treating them no
differently from any other goods offered for sale. For example, in 1999, the media
reported on a man from Florida who had auctioned a kidney on e-bay. It managed to
reach a bid price of 5.7 million dollars, just before the transaction was cancelled by the

268 In other instances, The World Health

organisers for reasons of immorality
Organisation (WHO) reported that illegal organ traffickers charge wealthy clients up to

$100,000 or $200,000 for an organ®®®.

The market in body parts, particularly kidneys, has flourished and some patients are
travelling with their surgeons to countries where “donated” organs may be purchased
legally or illegally?™®. This increasing demand for organs has also witnessed people

willing to pay large amounts of money for their required organs, middlemen touting for
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potential donors and organ-trafficking becoming a major problem?*. This indirectly
shows how the selling of organs could spoil the spirit of donating charitably and
altruistically. Moreover, the element of consent from the donor might be lacking, as
bargained organs are sometimes given under financial duress and will indirectly result in
loss of human dignity and social solidarity?’%. That is why, to this day, organ trading has

not been practised openly, although black markets for it do exist.

Black markets involve a high level of risk to both the organ donor and recipient,
especially when the transplants are performed under suboptimal conditions and inferior
medical scrutiny, involving donors with dubious backgrounds. The recipient additionally
bears the risk of receiving an improperly screened organ which might have been infected
with certain diseases like HIV, fungi and hepatitis viruses which could cause a high level

of short-term mortality?”

. Black markets which sell organs contribute to the distribution
of contaminated organs, increase the risk of certain contagious diseases and make the risk
of death more likely. Putting a price on human organs will also encourage almost
anybody, including drug addicts, alcoholics, and carriers of infectious diseases such as
hepatitis, HIV and AIDS to sell their organs for money. Moreover, there is a belief that
altruistic donors would provide better-quality organs®*. Even worse, this could tempt
irresponsible people to kidnap and kill others to harvest their organs and make a profit. In
Peru recently, three men were arrested in the jungle of Huanuco province for offences of
kidnapping and murder. This gang had been committing these crimes for nearly 30 years,
to extract human fat from their victims, which was then sold to cosmetic and
pharmaceutical companies in Europe for $15,000 (more than £9000) per litre™.
Although human fat does not fall within the definition of tissues or organs and there is no
great demand for it, there is still a high value placed on it. So, how much higher would

the price be if it involved selling human organs and tissues which are so scarce?
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Allowing organ-trading will also lead to a situation where wealthy people might take
advantage of those who are in urgent need of financial assistance. Donors who are under
economic pressure are likely to come from underdeveloped countries; they would be
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poor, uneducated and ignorant, making their position even more vulnerable“™. For

example, in India, according to critics, most of the kidneys sold are not expressions of
individual autonomy but rather acts of desperation by impoverished individuals®"”.
Therefore, it is undeniable that rich people are the ones benefiting the most, by
purchasing the needed organs and evading the law by travelling abroad for
transplantation®’®. However, to assume all organ sales are exploitative would be unfair
because, in some cases, the seller could also be a wealthy, consenting, educated, rational
and well-informed person, who was paid a very high price?”®. Here, no elements of
coercion or manipulation would become an issue. Nevertheless, one way to combat
wrongful exploitation of the poor is by regulating the sale of organs through a
governmental organization such as the Human Tissue Authority, at least on an
experimental basis?®®. However, cross-border trade should be prohibited to avoid

281 though there are also wide possibilities that

exploitation of low-income countries
elements of nepotism, cronyism, corruption and inertia could get involved®?. People in
the medical profession would also need to be extra-careful if organ-trading were
legalized, as they are more vulnerable to accusations of profiting from the removal of
organs from their dying patients; this could generally undermine the ethical aspect of the
medical profession®®. In the UK, section 32 of the Human Tissue Act 2004 clearly
prohibits any commercial dealings in human organs. The 2004 Act also extends the

prohibition to ‘controlled material’ which is defined as all human material intended to be
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used for transplantation. However, the prohibitions do not apply to reimbursements for

expenses or loss of earnings®*.

Looking at the issue from another perspective, there might also be positive impacts from
a legal organ market. For Wilkinson and Garrard, this would generate an increased
supply of vital organs and provide some much-needed income for those who have little
else to sell®. This argument is in line with the libertarians’ policy that supports the
notion that people should be allowed to dispose of their own body parts in whatever way
they wish, which is actually part of their right to autonomy®®. So, the legalisation of
organ-trading would give everybody the right to decide what is best for them. However,
payment given to the living organ owner must be fair compensation, which covers pain,
medical care, time and reimbursement of reasonable costs incurred by the donor,
especially after the operation. It is also hoped that this would suppress the black market in
organs, since donors would now be receiving a fair price and both parties’ health needs
would be protected®®”. As for payment to cadaver donors who cannot receive payment in
return for their organs, Caplan suggests that such payment should go to a nominated
individual or relatives after the donation takes place, which could then be used as
financial assistance for funeral expenses. If the payment were to be given immediately
after an agreement is reached, it might be slightly risky for the buyer since the seller
could still change their mind after receiving the money paid for that particular purpose®®.
Michele Goodwin proposed a market model that would be restricted to posthumous
harvesting only, which would allow the selling of organs from deceased persons only.
According to her, this restriction would help avoid murky and problematic issues
involving living donations. Under this proposed model, individuals would not be

compensated for providing a live donation. Rather, negotiations to transfer organs would
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only take place upon death. Family members or a decedent’s estate, as well as charitable

organisations, could be compensated for organ donations®®°.

a) Iran

Iran’s Organ Transplantation Act was passed in the year 2000 after an earlier attempt
failed in 1996°®°; among other things, it officially and totally prohibited the selling and
buying of any human organs®®’. Earlier, in 1988, when Iran first introduced its controlled
living unrelated renal transplantation program, compensation for donors was provided
through appropriate regulated systems, under supervision of ethical authorities, in order
to prevent the emergence of illegal markets®*>. This compensated donation scheme also
enabled the authorities to monitor developments and react efficiently, to prevent indecent
price escalation that put organ donors at the mercy of affluent buyers®. Later, in 20086,
Iran officially regulated legislation permitting transparent, non-commercial, middleman-
free kidney transplantation to take place. Generally, donors are seen as vendors and
receive monetary compensation for their body parts, which are not in any way equivalent
to payment for their organs®*. The Charity Association for the Support of Kidney
Patients and the Charity Foundation for Special Diseases are the two non-governmental
295

organizations that organize and monitor this practice. They match donors to recipients

and, on behalf of the government, reimburse donors with a reward via the charity

6 h297

organisations®® with an amount equivalent to 900 euros each?®’. This system is
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considered fair because one party is totally willing to give his kidney, while the other
party is totally willing to take it for the price stated. Thus, a satisfactory situation emerges
for both parties, although it has not been extended to other organs, except kidneys®®®. The
fixed value would ideally compensate the donor and, at the same time, would not burden
the recipient. Besides that, live donors also receive compensation for loss of wages and
are granted tax exemption for 2 to 4 years, all of which is regulated under a controlled

system by the government.*.

The “Iranian Network for Transplant Organ Procurement” also emphasizes the
importance of a complete health assessment, informed consent and follow-up visits for
donors; meeting hospital charges, paying a gift of reward and making arrangements for
health insurance for living donors are some of the approaches that have been carried out
by the “Management Centre for Transplantation and Special Diseases (MCTSD)” of the
Ministry of Health in recent years®®. So, prior to any donation, donors will be fully
examined and checked by a nephrologist and, if there are any health concerns, the

proposed donation will be rejected and the recipient will get another matched donor®®.

The system worked out well, to the extent that some claimed that it had successfully
eliminated the waiting list, although this view is indeed controversial and debatable®*.
The Iranian model managed to prevent exploitation of donors and delivered a good
standard of medical service, prompting Dr. Richard Fine, President of the American
Society of Transplantation, to recommend the re-evaluation of prohibition of financial

incentives for both live donors and the families of deceased donors and advocate that
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long-term donors be given lifetime insurance coverage for any related medical issue®.
Most important of all, the Iranian model upholds the Islamic ruling which prohibits the
buying and selling of organs, though the concept of compensated donation is acceptable.
However, there are also arguments that such practice is actually similar to legalising the
act of buying and selling organs®*®*, and that the monetary incentives paid to the donors by
the government are actually misused by the poor®®. Moreover, due to the fact that Iran
has an inflation rate exceeding 25% and has major problems with unemployment and
poverty, it is suspected that people of low socioeconomic class are trading in their

306

kidneys just to fulfill their financial needs™”. The rewarding gift given by the government

makes it more like a business, where the seller feels deeply dissatisfied as soon as the

money is spent>”’

. However, this argument is refuted by Iran as it claims that this is not
organ-trading but is actually compensated donation. In every organ donation procedure,
all parties involved are benefited either in money or in kind. For example, the organ
recipient in particular receives great benefit by obtaining the needed organ, and the
medical team, surgeon and transplant coordinator are paid for their services; the organ
donor, on the other hand, seems to be the only losing party as he/she is exposed to
considerable pain and injury following the operation and has no right to any reward.
He/she is also exposed to financial risks, through temporary disability and loss of
work®®, Therefore, it seems fair to allow donors some form of compensation, which
could help ease their burden and worries. Nevertheless, this system, which is limited to
transplantations from Iranian donors to Iranian recipients, does not extend to foreigners

wanting to buy kidneys in Iran.
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b) India

India was once considered the hub for commercial transplants in the late 1980s; this
brought it worldwide popularity and a lot of media criticism. It had a combination of
factors such as trained transplant personnel and a large, impoverished population, but it
did not have specific laws regulating organ transplantation activities, thus making it the
perfect destination for commercial transplants®®. However, after receiving massive
criticism, an Act was passed by the Indian Parliament known as Transplantation of
Human Organ (THO) Act 1994°!°. This Act banned any payment for organ donation>.
However, in reality, this practice has continued and remunerated transplants are still
being performed in several parts of the country®? making India known for its thriving
black market in organ trading®®. A study conducted on 305 living kidney donors in
Chennai (Madras) revealed that nearly all of the participants had sold one of their kidneys
for financial reasons with 96% paying off debts, 3% providing dowries and expenses for
their daughters’ marriages and another 1% obtaining cash to start a business*'*. However,
they received an average payment of only $1070 (£638; 1090 euros), a third lower than
the average amount promised, and 74% of them were still left with their existing debts®*°.
These kidney donors are not only exploited and deprived of any long-term economic
benefit but are also believed to suffer from a decline in their health status®!®, as

complaints of persistent pain from the scar are very common among them**’.
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2.5 THE REQUIRED REQUEST SYSTEM

This policy of required request is also known as required referral. In this system,
enquiries are made to the families of potential donors to see whether they would allow

38 In the United States generally, (the specific

their relatives’ organs to be used
application in its various states are discussed later) healthcare professionals have a legal
duty to enquire into the wishes of the deceased or obtain their surviving loved ones’
permission to remove viable organs from a recently deceased potential organ donor®®. It
shall be illegal, irresponsible and immoral to disconnect a ventilator from an individual
who is declared dead following brainstem-testing without first making proper enquiries
into the possibility of using that individual’s tissues and organs for transplantation
purposes®?®. This system was introduced to prevent and limit the waste of cadaveric
organs due to a failure to ask for permission. This system ensures that families are
approached for their agreement to organ donation, so that potentially viable organs are
not missed®*. However, although healthcare professionals are obliged to adhere to this
requirement, exceptions known as ‘professional privilege’ can still apply; in these
circumstances they would be exempted from requesting the organs if, by doing so, severe

psychological harm might be caused®?

. With the application of this system, opportunities
for donation are less likely to be overlooked as the next of kin also has a moral and legal
right to know that they can donate organs and tissues if they or the family wishes to. This
system also standardizes enquiry and places less strain on healthcare professionals and
family members while preserving the rights of the individual to withhold consent, since
voluntary choice is maintained as its ethical foundation®?. There are two main features of

this system®*. First, the ‘Required Request’ laws require documentation of the death
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certificate with the request made and its outcome; secondly, the ‘Routine Enquiry’ laws
require hospitals to develop policies or protocols to ensure that the deceased persons’

families are asked to donate®%,

a) The United States

326

The required request system has been widely implemented in The United States®*, with a

majority of states passing laws incorporating either the ‘Required Request’ law or the

‘Routine Enquiry’ laws mentioned earlier®?’

. Although twenty-six U.S states have applied
the ‘required request’ procedures, some states did make certain exceptions to this general
duty of enquiry, especially in cases where the deceased’s wishes were already known, the
medical staff were unable to locate the family in a timely manner and where such enquiry

would provoke mental or emotional stress®?®,

Eighteen states applied the routine enquiry
laws, where they do not require hospitals to directly approach families but stipulate that
they must establish organ and tissue donation committees to design policies which could
automatically identify organ donors and make prompt referrals to the Organ Procurement
Agency®?. Initially, there was a positive increase in the number of organs available
although, after two years, the numbers disappointingly declined®°. This system was
considered hard to implement and caused a lot of emotional pain as its routine policy
dehumanized the relationship between the doctors and the bereaved, particularly when it

initiated conversations merely based on clinical routines for the interests of others, not the
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deceased’s family®®". It was also unpopular among the doctors because it was time-

consuming and emotionally demanding®®.
2.6 THE MANDATED CHOICE SYSTEM

Another system proposed to reduce the severity of organ shortage is Mandated Choice,

»333  Mandated Choice requires all competent adults to

also known as “required response
freely decide whether or not they wish to become organ donors posthumously®*. It is
mandatory for them to make this decision®® before any eventuality renders them
incapacitated®®. In Virginia and Texas, licensed drivers are required to register their
donation decision upon registration as a driver®’. Mandated choice artificially forces
persons to choose what they would want done at some point in the future rather than
allowing them to delegate the decision to a surrogate they trust**. In other words, people
are obliged to opt in or opt out of organ donation at some point in their lives, with their
expressed views on donation taking precedence over the wishes of relatives in the event
of their death®*. The state would then require legally competent adults to routinely

document one of the following two responses, namely:
a) Yes, | would bequeath organs for medical use;

b) No, I will not bequeath organs for medical use.
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However, there is also a suggestion that a third option be introduced that would provide
the individual with the opportunity to direct others to decide on their behalf**°. This
means that those who are undecided would be permitted to allow family members to
decide for them and to have the final say, provided that this right is clearly granted to
their families. However, this could also indirectly be seen as the individual informing
their family members that they are not opposed to organ donation but would like to give
their family the privilege of deciding what they think is best for the deceased after death
occurs®**!, Whatever the decision might be, these wishes must then be expressed in
writing®¥?, recorded, collected and later retrieved in the event of death with donation
potential®*®. The mandate to express choice would be easily satisfied by individuals filing
signed statements with a central repository of such information, for example the Registry
of Motor Vehicles®**, part of the tax return, vehicle driver’s license application forms,
state benefit claims and others®*®. The objectives of this system are to ensure that
peoples’ wishes regarding the management of their own organs after they die are clearly
known and requests to families avoided. A person’s decision would be binding and could
not be overridden by the family unless that person had made a provision granting his or
her family the power of veto to decide on his behalf**®. No person would be authorised to
execute a written expression of choice on behalf of another adult, whether the would-be
donor or non-donor is characterised as competent, once competent, or never competent at

all®*'.
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Ethically, whether the view of the family should be respected in organ requests,
especially when the patient’s wishes are already clearly known, remains disputable. Some
predicted that ignoring and overriding family wishes would subsequently lower the rates
of donation®*®. However, advocates of the proposed system countered by claiming that
too much respect for and consideration of family wishes are actually the main obstacles
to obtaining organs since, although there is crystal clear evidence that the deceased
wished to become an organ donor, his/her wishes would only be carried out if they were
accompanied by the consent of his/her family. So, mandated choice is believed to offer an
alternative to obtaining consent from the family by returning control to the individual,
and ensuring respect for one’s right of autonomy while promoting altruism and

voluntarism at the same time>*°.

Another benefit of this system is that it provides ample time for a person to consider the
matter before deciding what they think is best for them. This gives them the opportunity
to consider the matter clearly, in a relaxed setting, without elements of stress and pressure
affecting their decisions. Once their decision has been made and recorded, they can rest
assured that their wishes will be honoured and if, by any chance, they wish to alter their
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wishes, they are free to do so with unlimited frequency®>". Any such alteration can be

made at any time before their death and the most recent statement would prevail®".
Another advantage is that, because the system requires all adults to consider the issue of
organ donation per se, indirectly this might also turn out to be one way to effectively
increase public awareness of the value of organ donation; in the long run the aim is to
eliminate occasional delays caused, in particular, by the need to obtain family consent,

which can jeopardise the quality of organs harvested®?. This system is also capable of

¥8 Ann C. Klassen & David K. Klassen, ‘Who are the Donors In Organ Donation? The Family’s
Perspective in Mandated Choice’ Annals of Internal Medicine, (1 July 1996) Volume 125 Issue 1, 70-73.
p70.
9 Aaron Spital, MD, ‘In The Balance Mandated Choice for Organ Donation : Time To Give It A Try’
Annals Of Internal Medicine, (1 July 1996) Volume 125 Issue 1, 66-69, p.67
%0 Susan, E. Herz, ‘Two Steps To Three Choices : A New Approach To Mandated Choice’, Cambridge
3(gluarterly of Healthcare Ethics (1999, USA), 8,340-347, p.341

Ibid.
%2 Aaron Spital, MD, ‘In The Balance Mandated Choice for Organ Donation : Time To Give It A Try’
Annals Of Internal Medicine, (1 July 1996) Volume 125 Issue 1, 66-69, p.67
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removing doubts about people’s wishes and can help undecided people to ‘come off the

fence’ **° by making a decision once and for all.

However, negatively, this system was said to promote coercion, particularly when people
in a libertarian society are forced to decide and make choices on organ donation matters,
clearly undermining their autonomy>**. This could cause resentment and have a negative
impact on organ donation issues®>°. However, according to Katz, since it is in the public
interest and for the public’s benefit, a negligible intrusion on an individual’s privacy
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should be legitimately tolerated®". Moreover, it is not coercive with regard to the choices

a person makes but in contrast beneficially ensures that those choices will be honoured®’
without interference from others. Dworkin then pointed out that being able to choose
freely is already a valuable element of life and that the possibility of choices indirectly
increases the probability of satisfying our wants and provides us with greater control over
life**®. Another negative argument states that mandated choice is insensitive to the
grieving family’s emotions®® especially when relatives who oppose organ donation have
to live with the knowledge that the organs of their beloved deceased were taken against

their wishes®®°

. In response, this situation might not be the case simply because the
system actually lifts the family’s burden of confronting and deciding on organ donation
for the deceased while simultaneously having to cope with the unexpected loss and
sadness caused by the death. By virtue of this system, they would no longer need to

worry about making inaccurate guesses as to the wishes of their loved ones, which would

%3 The Potential Impact of An Opt Out System for Organ Donation in the UK, An Independent Report
from the Organ Donation Taskforce, Article 6.9, p.13.

%% Chouhan, P & Draper, H, ‘Modified Mandated Choice for Organ Procurement’, (2003) 29 Journal
Medical Ethics, 157-162.

%5 The Potential Impact of An Opt Out System for Organ Donation in the UK, An Independent Report
from the Organ Donation Taskforce, article 6.8, p.13.

%6 Katz, BJ, ‘Increasing the Supply of Human Organs For Transplantation: A Proposal For A System Of
Mandated Choice’, (1984) 18 Beverly Hills Bar Journal. Summer, 152-167

%7 Aaron Spital, MD, “In The Balance Mandated Choice for Organ Donation : Time To Give It A Try’
Annals Of Internal Medicine, (1 July 1996) Volume 125 Issue 1, 66-69, p.68

%8 Dworkin .G, ‘The Theory and Practice of Autonomy’. (Cambridge: Cambridge University Press, 1998)
p.8
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at least provide some peace of mind, both for them and the organ recipients®.

Furthermore, this practice does not imply that family relations are less important or
totally excluded, since they are still approached and kept well-informed on any decision
and information retrieved. However, no matter how convincing the system appears to be,
there is still room for doubt as there is no guarantee that it would not cause additional
conflict within a family already emotionally stressed by the trauma of death, brain-death
acceptance and, later, organ donation and allocation issues®®. It is true that, at the end of
the day, it will still be the family that has to face the reality of cadaveric organ donation,
not the deceased patient. So, the issue to ponder is this: can the transplantation committee
afford to go against the wishes of a family for its own apparent gain, even if it is legally

allowed to do so?

Mandated Choice also has logistical problems as it involves cost and it is quite a complex
matter to maintain a national database of donors and the enforcement of registration. 3
For countries which do not have a uniformly successful system of centralised registration
of persons, the costs and complexity of such a system would be enormous and must be
weighed against the potential social benefit. Success in the application of this system also
depends heavily on a systematic ongoing educational campaign informing the general
public about issues surrounding organ shortage®*. Practically, this mandated choice
system has not been widely practised, although it has been widely debated in the USA.
Apparently, only the state of Texas had opted to implement it in 1991; unfortunately, it
removed it six years later®*.When this system was applied, it only required people to

make a ‘yes’ or ‘no’ choice when renewing their driver’s license. Unfortunately, partly

%1 Susan, E. Herz, ‘Two Steps To Three Choices : A New Approach To Mandated Choice’, Cambridge
Quarterly of Healthcare Ethics (1999, USA), 8,340-347, p.341

%2 Ann C. Klassen & David K. Klassen, ‘Who are the Donors In Organ Donation? The Family’s
Perspective in Mandated Choice” Annals of Internal Medicine, (1 July 1996) Volume 125 Issue 1, 70-73.
p.72.

%3 Ibid

%4 Susan, E. Herz, ‘Two Steps To Three Choices : A New Approach To Mandated Choice’, Cambridge
Quarterly of Healthcare Ethics (1999, USA), 8,340-347, p.340
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due to the lack of public education campaigns and weaknesses in the application system

itself, the program was then officially withdrawn®®.

CONCLUSION

Various legislative systems have been introduced and applied in different parts of the
world to ensure that sufficient human organs are available to meet the high demand for
them. Though these legislative systems operate differently, their main objective is still to
obtain a sufficient organ supply, to help those patients in need of them. Nevertheless,
their application and mode of operation differs as each system must be acceptable and
suit the different types of people and society that it addresses. Indeed, factors such as
custom and religion must be considered, as support from the public is crucial to ensure
the success of each system applied. Due to these differences, there is no definite system

available that remains free of any ethical concerns and criticisms.

It is also essential to note that there is not always a direct correlation between legal
regimes and donation rates. It seems that organ donation rates are a product of different
factors, not merely consent regimes. For example, countries such as Spain and the USA
have high rates of organ donation, though they each apply different organ donation
systems. This success is not achieved by changing one single aspect of their organ
donation system, but rather by addressing each piece in the complex jigsaw of

interdependent elements that make up a successful donation programme®*’

. A wide range
of factors, for example mortality rates from road traffic accidents, overall health
expenditure, religion, education and transplant infrastructure can also influence organ
donation rates within different countries®®. And even though the high rate of organ
donation in Spain (34.4 per million population in 2007) is often presented as a
consequence of its presumed consent system, the President of the Spanish National
Transplant Organization, Dr Rafael Matesanz, pointed out that it was not because of that

factor alone, as Spain had already passed presumed consent legislation in 1979, and

366 |~;
Ibid, p.342
%7 The Potential Impact of an Opt Out System for Organ Donation in the UK, An Independent Report from
the Organ Donation Taskforce, Art. 2.3, p.6
%8 |bid, Art.11.2, p. 22
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donor rates only started to rise dramatically after the national transplant organization was
founded and new infrastructures put in place®®. Similarly, in Austria and Singapore many
other changes were introduced simultaneously at the time of legislation, including
providing better infrastructure, increasing funding for transplant programmes and also
increasing awareness regarding the need for organ donation, which makes it hard to

assess the exact contribution of presumed consent legislation alone®™.

Nonetheless, whatever organ donation system is adopted, each and every system
introduced must be appreciated, as each has its own strengths and weaknesses. Without
prejudice, these systems are all introduced to procure as many organ donations as
possible to meet the high demand for these much-needed human organs. Hopefully, with
continuous reviews, research and effort, one day a perfect solution will be discovered

exclusively for Malaysia too.

9 |bid, Art.11.3-11.3, p.22
0 |bid, Art. 11.1, p.22.
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CHAPTER 3

ORGAN DONATION IN MALAYSIA

INTRODUCTION

This chapter will focus on the practice of organ donation in Malaysia and the current
scenario in which organ donation is not popular and has led to severe organ shortage
problems. It will look into organs harvested from both living and cadaver donors, including
an elaboration of the different legal procedures applicable in organ donation involving both
living and cadaver donors. An analysis of the Human Tissues Act 1974, which is the main
current legislation applicable in regulating this procedure, is included in order to identify
any existing weaknesses and to suggest any necessary improvements. An analysis of the
National Organ, Tissue and Cell Transplantation Policy, released by the Ministry of Health
in June 2007, is also included. Lastly, local problems and challenges faced in promoting
organ donation are also highlighted; these evolve from the social, legal and religious

restrictions faced.

3.1 AN ANALYSIS OF THE MALAYSIAN HUMAN TISSUES ACT 1974

The sole legislation available in Malaysia to regulate organ transplantation is the Human
Tissues Act 1974. This Act was first published in the Gazette on 14" March 1974 and
became effective from 1% January 1975. Although this Act has now been in operation for
three decades, it is still applicable in its original state; to this day, no additional
amendments have been made. This five-sectioned Act starts with a section that clearly
introduces itself as the Human Tissues Act 1974 and sets down its jurisdiction which
makes it applicable throughout Malaysia. This Act focuses mainly on cadaver donors and
requires any person willing to become an organ donor to specifically make known his/her
wishes either in writing or, if the request is made orally, in the presence of two or more

witnesses present during his/her final illness®”*. The donor must expressly request that

¥71 Section 2 (1) Human Tissues Act 1974
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his/her body or any specified part of the body is to be used after his death and must
decide whether it should be used for therapeutic purposes, medical education or
research®%. The Act further states that the person lawfully in possession of the body may,
after death, authorise removal of the specified body parts according to the request made,
after ensuring that the deceased had not expressed any retractions soon after the request.
The person lawfully in possession of the deceased body, after making reasonable and
practicable enquiry, may also permit donation where, after making reasonable and
practicable enquiry, he/she believes:
a) that the deceased had not expressed an objection to his/her body being dealt with after
his/her death®” or
b) that the surviving spouse or any surviving next of kin of the deceased has not

objected to the body being used for the above-mentioned purposes®’.

However, it must be noted that the ‘person lawfully in possession of the body’ is not
bound to carry out the deceased’s wishes. He/she is empowered but not obliged to act.
So, he/she can withhold permission, whether rationally or not, if he/she has any reason to
do s0°”. Though this ‘person’ seems to have strong discretionary powers to decide, there
is unfortunately no specific interpretation provided which clarifies who this ‘person in
lawful possession’ should refer to. Previously, under the Anatomy Act 1832 in the UK,

authority goes to the next of kin or the executors of the deceased to claim the body; if

“If any person, either in writing at any time or orally in the presence of two or more witnesses during his
last illness, has expressed a request that his body or any specified part of his body be used after his death
for therapeutic purposes, or for purposes of medical education or research, the person lawfully in
possession of his body after his death may, unless he has reason to believe that the request was
subsequently withdrawn, authorise the removal from the body of any part or, as the case may be, the
;gecified part, for use in accordance with the request”.

Ibid
%73 Section 2(2)(a) Human Tissues Act 1974
“(2) Without prejudice to the foregoing subsection, the person lawfully in possession of the body of a
deceased person may authorize the removal of any part from the said body for use for the purposes
aforesaid if, having made such reasonable enquiry as may be practicable, he has no reason to believe-(a)
that the deceased had expressed an objection to his body being so dealt with after his death, or”
374 Section 2(2)(b) Human Tissues Act 1974
(b) “that the surviving spouse or any surviving next-0of-kin of the deceased objects to the body being so
dealt with.”
¥ Dworkin,G, ‘The Law Relating to Organ Transplantation in England’, (1970) 33, The Modern Law
Review, No.4, 353
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there is none, the hospital authority would be lawfully in possession of it*’°. Departments
of Health have advised that, in the case of deaths in hospitals, until relatives claim the
body, the person in possession of the body is the hospital management committee or
board of governors or anyone designated so to act on their behalf*”’. However, as the
term was not fixed and sometimes referred to executors and sometimes to the hospital
administration officers, this resulted in a lot of confusion®”®. Therefore, an exact and clear
definition is essential to clarify the identity of the eligible persons having authority to
possess the deceased’s body and act accordingly with it. Otherwise, the present wording
will continuously lead to confusion. Nevertheless the Human Tissues Act 1974 does state
that no authorisation to remove any body parts of the deceased shall be given by a person
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entrusted with the body for the purpose of its internment or cremation®"~. With reference

to the above, only removals and use of any body parts that are conducted in accordance

with the above requirements are treated as valid and lawful*®.

Section 3(2) further requires that every removal must be done only by a medical
practitioner who is fully registered under the Medical Act 1971, soon after a thorough
personal examination of the body has been conducted, together with at least one other
fully registered medical practitioner. Both must be satisfied that life has definitely left the
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deceased™ . As for unclaimed bodies of deceased persons left in hospitals, by virtue of

section 4 these bodies are to be directly under the authorisation and management of the

%76 Section 7, Anatomy Act 1832

$77 Circular H.M (61) 98 in Dworkin,G, ‘The Law Relating to Organ Transplantation in England’, (1970)
33, The Modern Law Review, No.4, 353

%78 Mason, JK, Laurie, GT and Aziz, M Mason & Mc Call Smiths’s Law and Medical Ethics, 7". Edition,
(United States, Oxford University Press, 2006), p.492.

%7 gection 2(3) Human Tissues Act 1974

(3) “No authorisation shall be given under this section in respect of any body by a person entrusted with
the body for the purpose only of its interment or cremation.”

%80 gection 3(1) Human Tissues Act 1974

(1) Subject to subsections (2) and (3), the removal and use of any part of a body in accordance with an
authorisation given in pursuance of section 2 shall be lawful.”

%1 gection 3(2) Human Tissues Act 1974

(2)” No such removal shall be effected except by a medical practitioner fully registered under section 14 of
the Medical Act 1971 [Act 50], and who together with at least one other fully registered medical
practitioner have satisfied themselves by personal examination of the body that life is extinct.”
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hospital or any other person authorised as the person deemed to have lawful possession of
the dead body>®?,

Comparing the Malaysia Human Tissues Act 1974 with the United Kingdom Human
Tissue Act 2004, it is clear that, although the names are quite similar, the contents are
totally different. Scrutinising the Malaysia Human Tissues Act 1974, even though the
phrase “human tissues” is used as the name of the Act, the five sections contained within
it prefer to use the phrase “body or any specified part of the body”, which is assumed to
refer to organs and tissues. There is, however, no exact interpretation found for the phrase
used, which makes it rather imprecise and unclear as to what it actually means and refers
to. Therefore, it remains vague whether there are any limitations for those organs and

tissues eligible for donation and transplantation purposes.

Similarly, although the UK Human Tissue Act 2004 does not define the word “organs”
either, at least section 53 of the Act states that the phrase “relevant material” includes
tissue, cells and human organs excluding gametes, embryos outside the body, and hair
and nails from a living person. In addition, section 54(7) of the same Act also excludes
cell lines within the definition. However, despite the above indirect definition, there is
still a view that the definition provided is too broad, as it does not draw a distinction

between using samples of organs and taking the organ as a whole***,

The Human Organ Transplants Act 1989, in section 7(2) previously applicable in the UK,
did define organs as “any part of a human body consisting of a structured arrangement of
tissues, which if wholly removed, cannot be replicated by the body”; however, this
definition was not incorporated within the latest (2004) Act. Nevertheless, if the Malaysia

Human Tissues Act 1974 is to be amended in the future, a precise definition of the phrase

%82 Section 4 Human Tissues Act 1974

“In the case of a body of a deceased person lying in a hospital and unclaimed the person having the
control and management of the hospital or any other person authorized by him shall be deemed for the
purpose of this Act to be a person in lawful possession of the body.”

%83 See discussion by Jonathan Herring, Medical Law and Ethics (United States, Oxford University Press,
2006) p. 360
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“body or any specified part of the body” should be included as it is absolutely essential to

be clear and precise, particularly when it involves law and its application to the public.

It is also advised that a specific definition of the phrase “next of kin” as found in the
wording of section 2(2)(b) be incorporated by including a specific list of relatives deemed
to be on the list of next of kin. Considering the cultural factors whereby Malaysians are
very much influenced by and close to their families, including extended families, there is
indeed a need to specify the limit. From a practical point of view, the Malaysian Medical
Association suggests that the phrase be confined to the surviving spouse and children.
However, in cases where there is no spouse, or for those who are unmarried, it should be
the parents, and in cases involving children it should be limited to their parents or legal

guardian®**,

Malaysian laws on organ procurement and transplantation are very much consent-based.
It is a requirement that any tissue or organ removal must be supported by express consent
of the donor him/herself, which is made either in written form or, if orally, in the
presence of at least two witnesses before his/her death. Although consent is required, the
actual concept of consent as required by the Act still seems unclear. There is no certain
parameter available as to how much information must be obtained in order to classify the
consent given as effective. This point is even more crucial in situations where “the
person having possession of the deceased body” is allowed to authorise the removal of
any part of the deceased’s body once he/she believes that the deceased had not expressed
any objections to his/her body or body parts being dealt with after his/her death. Thus, it
is recommended that there be some guidance available on the level of information needed
to ensure effectiveness of the consent obtained. For instance, if the deceased had left no
directions and had not been known to have previously consented to any organ removal, or

there is an objection by close relatives, then the body should be prepared for burial or

%4 Malaysian Medical Association. Donor Organ Transplant, 1 March 2003,
http://www.mma.org.my/current _topic/organ.htm. p.1. viewed on 1 September 2007.
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disposal accordingly. Therefore, in all these cases, the deceased’s organs must be left

untouched and originally intact inside the body.

Additionally, section 2(2) (b) of the 1974 Act clearly provides optional power to the
surviving spouse or next of kin to authorize removal of any part of the deceased body,
though it is still subject to any express objections by the deceased him/herself during
his/her lifetime or any family objections brought forward. While this step is beneficial in
saving potential organs from being wasted, in the author’s opinion the deceased party
seems to have been left with little authority over his/her own body. What if the deceased
had never expressed his/her view about organ donation with anybody, and was actually
against it? This provision also shows how respect and consideration are accorded to the
deceased’s family in making such a big decision on behalf of the deceased party.
Nevertheless, one can still argue that, if the wishes of the relatives are respected, this
indirectly reflects the deceased’s own wishes, as presumably the deceased would not

want any further distress caused to his/her relatives after his/her death®®.

Another weakness of the Human Tissues Act 1974 is that it does not provide for any civil
or criminal sanctions and definite punishments if any organ procurement procedure has
been disregarded or infringed. This lacuna makes it almost impossible to take action
against any person who commits this offence. Comparatively, the Human Tissue Act
2004 in the UK addresses such non-observance from a criminal perspective. For example,
falsely representing that there is “appropriate consent” and retaining organs without
consent is considered a criminal offence which carries a maximum sentence of three
years®®®. Malaysia must also have penalties for activities like taking, retaining, or using

human organs and tissues without consent, including trafficking in human body parts®’.

The Human Tissue Act 1974 mainly focuses on therapeutic parts obtained from cadaver

donors, but it is totally silent on requirements needed to govern and regulate cases

%5 Jonathan Herring, Medical Law and Ethics (United States, Oxford University Press, 2006) p. 383.
%86 Section 5(2) Human Tissue Act 2004.

%7 George Galea and D Pegg, ‘The Ethics of Donation : Changes are Necessary and Soon’, (2003) The
Lancet, Vol.362, 20 September

62



involving living donors. Consequently, living donation procedures remain vague and
uncertain, causing misunderstandings and confusion within society. Only after the
introduction of the National Organ, Tissue and Cell Transplantation Policy by the
Ministry of Health, Malaysia in June 2007 has it become clear that organ and tissue
procurement from living donors are allowed in Malaysia, particularly from those are
blood relatives of the recipient him/herself>%. Nevertheless, the element of consent by the
donor is essential, as it must be given freely, without coercion or any such commercial
incentive being involved®®. The Act is also silent on issues regarding the age limit for
donation, concealment of donor’s identity from the donee and public, and the prohibition
of organ-purchasing. A clear definition of brain death is also required as most doctors in

Malaysia accept and practise the concept of brain death®.

Interestingly, in general the Human Tissues Act 1974, Malaysia, is found to be quite
similar in content to the Human Tissue Act of 1961. For instance, the wordings of section
2 (1) of the Human Tissues Act 1974, Malaysia, is exactly the same as section 1(1) of the
Human Tissue Act 1961, and Section 2(2) (a) and (b) of the 1974 Act is a repetition of
section 1(2) (a) and (b) of the old 1961 Act in the UK. As for sections 3, 4 and 5 of the
1974 Act, although they carry the same content as sections 1(3), (4), (5) and (7) of the
1961 Act, the wordings differ slightly, so as to suit the situation applicable in Malaysia.
For instance, section 4 of the 1974 Act in Malaysia only mentions bodies of deceased
persons lying in a hospital, but the actual 1961 Act had also mentioned nursing homes or
other institutions, besides the hospital. This is because, in Malaysia, nursing homes are
not common, as the elderly are normally looked after by their children until they die.
This similarity could be due to the fact that Malaysia follows English Common Law in a

lot of matters. However, the current UK Human Tissue Act 2004 has answered most of

%8 Basri Ibrahim al-Hassani al-Azhari, The Current Practice of Organ Transplantation in Malaysia, Journal
of Human Sciences, Issue 45, yr7, January 2010, www.ulum.nl/THE CURRENT PRACTICE OF ORGAN
TRANSPLANTATION IN MALAYSIA pdf, viewed on 1 June 2011

%9 Article 6.2.1 National Organ, Tissue and Cell Transplantation Policy, Ministry of Health Malaysia, June
2007

%0 Guideline of The Medical Council, Organ Transplantation, MMC Guideline 006/20086,
http://www.agiftoflife.gov.my/pdf Organ transplantation Malaysian Medical Council.pdf, p.13, viewed on
1 October 2010
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the prevailing ambiguities found in the 1961 Act and has repealed all other earlier
legislation including the Human Tissue Act 1961, the Anatomy Act 1984, the Corneal
Tissue Act 1987 and the Human Organ Transplants Act 1989°%*. The Act also authorises
certain consensual activities relating to human bodies and body parts and imposes
licensing requirements for certain activities. Provisions for de-accession of human
remains and various offences are also incorporated within it**?, while it retains an
emphasis on the requirement of consent upon both living and cadaver donors, involving
bodies or material from both adults and minors. Even a hierarchy of those having
authority over the deceased has been ranked specifically in order to clarify any ambiguity
and avoid difficulties in managing these human tissues. As the laws in the UK on human
tissues and organs continue to grow and develop to address any contemporary issue, it is
suggested that Malaysia, too, should take a step forward and update its Human Tissues
Act 1974, at least to provide for better coverage of all issues related to organ donation

and transplantation taking place locally.

However, with the publication of the National Organ, Tissue and Cell transplantation
Policy in June 2007, the position became clearer. Besides promoting organ donation®,

the policy aims to provide transparent and equitable access to transplant procedures®®*

which are to be carried out with the highest ethical and professional standards®®.
Additionally, it also aims to provide the highest quality of care including proper
documentation and maintenance of registries®®. Interestingly, while the policy
exclusively mentions its aims to promote cadaveric organ donation, it simultaneously
pledges to give full commitment to protecting the rights and welfare of living donors as
well. As a whole, the introduction of this new policy clearly shows the government’s

support in helping to promote organ donation as a preferred treatment in end-stage organ

%19 ord Mackay of Clashfern, (2005), 30(1) Medical Professions Halsbury’s Laws of England, 4™ edition
Reissue. Lexis Nexis Butterworth. 1987-97, p.251.
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%3 Article 2.1, National Organ, Tissue and Cell Transplantation Policy, Ministry of Health, Malaysia, June
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%4 Article 2.3, National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia, June
2007.

% Article 2.4, National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia, June
2007

%% Article 2.6, National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia, June
2007
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failure. Moreover, as this policy is supplementary to the existing 1974 Act, it is flexible
and allows reviews to take place every three years or as the necessity arises>*’. However,
one clarification that it fails to include is the extent to which it is applicable besides the
Human Tissues Act 1974. The policy also fails to mention, in its preamble, those who are

subject to it and whether any consequences will follow from any non-compliance with it.

3.2 SOURCES OF ORGANS IN MALAYSIA

Malaysia practises organ donations from living and cadaveric donors, with different
procurement procedures available for each type respectively. Guidelines for any
cadaveric transplantation are laid down in the Human Tissues Act 1974. Unfortunately,
the same Act is totally silent on transplantation involving living donors. So, a new policy
was introduced by the Ministry of Health in June 2007 to address other issues related to
organ, tissues and cell transplantation in Malaysia, particularly those not covered by the
Act.

3.2.1 CADAVERIC DONORS

Cadaveric organ and tissue donations are considered preferable in Malaysia®**® as they
provide the largest supply of organs with the least risk to the donor. This group of non-
living donors are normally those who have died due to brain death and had bequeathed
their organs or tissues when they were still alive (a pre-arranged donation). This normally
takes place when they die in intensive care and artificial breathing and heartbeat are kept
going until the donated organs have been retrieved. Despite promotions and campaigns to
boost cadaveric donations, each year Malaysia faces the problem of a decline in the

number of cadaveric donors. For instance, in 2002 there were 30 cadaver donors but this

%7 Article 1.10, National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia, June
2007

% Article 2.2 and Article 6.1. National Organ, Tissue and Cell Transplantation Policy, Ministry of Health
Malaysia, June 2007.
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dropped to 25 in 2003 and only 16 in 2004°%. 2005 recorded another obvious drop as
only 13 from a total of 62 expected donors proceeded with their donations*®. The Fourth
Report of the National Transplant Registry still reported a decline in the number of
potential donor referrals made in 2007. Here, from a total of 73 potential donor referrals
made, only 25 actual donations materialised, of which 15 were brain-dead donors who
donated organs and tissues which were procured in the operating theatre, while another
10 were tissue donations after cardiac death*®,

The Human Tissues Act 1974 of Malaysia generally mentions basic procedures for
cadaver conscription; however, a more detailed structure is now available in the National
Organ, Tissue and Cell Transplantation Policy. Now, with the existence of a
Transplantation Procurement Management Unit (TPMU) at a national level, all aspects of
organ and tissue procurement from cadaveric donors are specifically managed and

coordinated by this unit*®

. Among other things, the unit will liaise with the transplant
team to ensure a safe and efficient transport from donor hospital to recipient hospital,
provide guidelines and standard procedures, conduct public education and maintain
regular data on all activities related to organ and tissue transplants. As for hospitals
acknowledged as having the ability to proceed with transplants, each will now have their
own Tissues Organ Procurement Team (TOP) which consists of trained personnel
responsible for identifying potential donors, including obtaining consent from next of kin,
making evaluations regarding donation, organising the procurement procedure, and
organising storage and transportation of the organs and tissues including ensuring that the
donors’ remains are returned to their next of kin as soon as possible403. According to the

policy, all potential cadaveric donations shall be made known to the local Tissue Organ

Procurement Team*® and all deaths shall be considered as possible circumstances for

%9 | elaYasmin Mansor, ‘Cadaveric Organ and Tissue Donation’, Second Report of the National Transplant
4Roggistry 2005, (Kuala Lumpur, National Transplant Registry, 2006), p.151

Ibid
Ol elaY asmin Mansor, ‘Cadaveric Organ and Tissue Donation’, Fourth Report of the National Transplant
Registry 2007, (Kuala Lumpur, National Transplant Registry, 2007), p.170
%92 Article 6.3 National Organ, Tissue and Cell Transplantation Policy, Ministry of Health Malaysia,June
2007
“3 Ibid, Article 6.3.1.2
“ Ibid, Article 6.3.2
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donations*®. The TOP team will also provide support and follow-up care to the donor’s
family for an appropriate duration®®. In determining and certifying the deaths of these
potential cadaveric donors, such verification must be carried out by registered medical
practitioners who are independent of the organ transplantation team*”’. And, in cases
where the potential cadaveric donors’ remains are being held under the Criminal
Procedure Code for post-mortem or coronal inquest, prior written consent must be
obtained from the magistrate before any organ procurement procedures can take place*®.
However, the policy regarding consent to donate organs is definitely in line with the
existing Human Tissues Act, 1974, as it requires express consent from the deceased,
made through the donor pledge or from the next of kin*®. Unfortunately, again, the

phrase ‘next of kin’ is still left vague and undefined.

3.2.2 LIVING DONORS

The autonomy principle allows us to dispose of our body and body parts non-
commercially as long as it is in our best interest to do so or, at least, as long as it does not
harm us*'®. For example, when a parent donates one of his/her kidneys or part of their
liver to their sick child, it creates a feeling of satisfaction in them for being able to do
almost anything to help save their child’s life; however, their donation must not be an act
which will then cause harm or danger to their own lives. Centred on the above concept,
organ donation and transplantation involving living donors is an accepted practice in
Malaysia, but its application is based on certain guidelines. First, the potential living
donor must be an adult legally able to give consent and completely aware of all the risks
that can occur due to the decision to become a living donor. Besides being physically and
mentally fit, he/she must be fully aware of the decision he/she is making, including
understanding all the relevant information; he/she must also be able to evaluate his/her

position and the decision he/she is making must be free from any elements of duress and

“® Ibid, Article 6.3.3

“® Ibid, Article 6.3.4

“7 Ibid, Article 6.3.5

“® Ibid, Article 6.3.6

“® Ibid, Article 6.3.7

#19 Sheila Mc Lean & John Kenyon Mason, Legal & Ethical Aspects of Healthcare (London , Greenwich
Medical Media Limited, 2003) p.179.
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coercion*™. Living donors are preferably blood relatives of the recipient but there are
special cases where close non-related family donors are also willing to become donors.
Fortunately, nowadays, due to advancements in technology, non-related transplant donors
are becoming more feasible especially with improvements in the use of anti-rejection

drugs and the cross-matching of tissues of donors and patients*'?.

Although the Human Tissues Act 1974 is silent on living donations, article 6.2 of the
Policy provides that organ and tissue procurements from living donors are allowed, but
the donors shall preferably be related to the recipients and the donor’s consent must be

413 In

given freely and altruistically without any coercion or commercial inducements
other words, Malaysia practises a living related donor programme** which means that
the donor and the recipient must be blood-related to each other. This includes
relationships such as:

i. parents or children

ii. grandmother/grandfather

iii. siblings of the same mother and same father

iv. siblings with either the same mother but different father or the

same father but a different mother

v. uncle or aunt

vi. first cousins*®

Emotionally related relationships are also allowed including:

i. those with a long-standing friendship with the recipient

ii. wife/husband of the recipient.**°

1 Article 6.1,a-f, Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.20,
viewed on 1 June 2011

12 David W. Meyers. The Human Body and the Law, Second edition, (Edinburgh University Press,
Edinburgh, 1990) p.182.

13 Article 6.2.1 National Organ, Tissue and Cell Transplantation Policy, Ministry of Health Malaysia, June
2007

4 Pabiola D’Cruz and N.Chandrasekharan. Malaysia Medical Association, Renal Disease in Malaysia:
Problems and Prospects. http://www.mma.org.my/info/2_renal_90.htm . p.3, viewed on 1 September 2007.
15 Article 3.1, Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.18,
viewed on 1 June 2011.
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However, one common problem faced is when the needed organs cannot be obtained
from parents or siblings as they do not match the recipient, and close relatives are quite
reluctant to donate their organs. Reluctance to donate can be due to concerns that
negative effects and risks following the procedure might materialise, as living donations

can cause physiological maleficence to the donor*’

. Generally, this includes possibilities
of inevitable harm such as pain and scarring to the wound site, risks of morbidity, long-
term complications and risks of mortality, though the percentage for this is relatively

|0W418

However, all these factors must be considered as they can contribute in causing
difficulty and failure to obtain the needed organ. That is why, in certain exceptional
cases, with permission obtained from the appointed ethical committee, there are only
selective occasions where non-related living donors are allowed to take part in the
procedure. However, this exception is subject to strict scrutinisation by the Unrelated
Transplant Committee (UTAC)**® to avoid any elements of organ-trading and to ensure
the level of risks involved is very low*°. This matter is considered very seriously to
avoid cases where the donor actually does not quite understand the potential risks that
might consequently occur. For instance, there is the risk of death, even though it is
relatively low, at about 0.3-0.5%, and most donors are unable to work normally for a

certain length of time**

. According to Dr. Ghazali Ahmad, consultant and Head of the
Nephrology Department, Kuala Lumpur General Hospital, strict investigation and
scrutinisation is necessary before any case of unrelated donor is approved, to check on

the motives for the donation, while ensuring that no financial incentives or trading

18 Article 3.2, Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.18,
viewed on 1 June 2011.

7 Austen Garwood —Gowers, Living Donor Organ Transplantation: Key Legal and Ethical Issues,
SAIdershot, Ashgate, 1999) , p.33

'8 |bid, pp.41-46

19 |bid, Article 6.2.3 Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.18,
viewed on 1 June 2011.

420 R osmawati Mion. ‘Kaji Semula Derma Organ Tiada Kaitan Saudara’. Utusan Online. 17 August 2004 .
http://www.utusan.com.my/utusan/archive.asp?y=2004&dt0817&pub=utusan_mala. Viewed on 2 April
2007.
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elements are involved*?,

Unfortunately, these justifications and reasons are not
sufficiently highlighted to the public at large*®®, which can cause irresponsible allegations
to be made against the government, such as being too strict or having no sympathy with

such patients.

Article 6.2.1 of the National Organ, Tissue and Cell Transplantation Policy requires
every act of consent to be obtained freely and altruistically, without any elements of
coercion or any commercial inducement involved. Article 6.2.2 of the policy restricts
minors from becoming living donors, except in cases where regenerative tissues are
involved. Prior authorisation from the Unrelated Transplant Approval Committee
(UTAC) must be obtained, although consideration will be given in cases where there is

no cadaveric donor available*?*

425

, No genetically- or emotionally-related family members

and there is no alternative treatment available**®. Initially,
427

are found to be compatible
all living donors shall be counselled by donor advocates™' regarding the risks, benefit
and possible consequences, to ensure that they are well-informed and are totally aware of
any consequences that might ensue as a result of their decision to become living
donors*®. All procurement and transplantation procedures must take place only at
accredited centres*® and be carried out by credentialed personnel*°. Unfortunately, the
list of these centres and the criteria needed to qualify as credentialed personnel are not
further elaborated. These accredited centres must follow and apply the written guidelines

and standard operating procedures* including verifying a person’s eligibility to become

#22 Interview conducted on 12 February 2008 at the Nephrology Department, Kuala Lumpur General
Hospital, Malaysia.

2 Ibid

424 Article 6.2.3.1 National Organ, Tissue and Cell Transplantation Policy, Ministry of Health, Malaysia,
Ministry of Health Malaysia, June 2007.

425 Article 6.2.3.2 National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia,
June 2007

%28 Article 6.2.3.3 National Organ, Tissue and Cell Transplantation Policy Ministry of Health, Malaysia,
June 2007

*27 Donor advocates shall be those independent of the organ procurement and transplantation team to avoid
bias and maintain translucent.

“28 Article 6.2.4 National Organ, Tissue and Cell Transplantation Policy, June 2007

“29 Article 6.2.7 National Organ, Tissue and Cell Transplantation Policy, June 2007

%0 Article 6.2.7 National Organ, Tissue and Cell Transplantation Policy, June 2007

31 Article 6.2.8 National Organ, Tissue and Cell Transplantation Policy, June 2007
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a donor*¥, having a detailed donor evaluation including both psychosocial and medical

433

assessment** and, lastly, having a plan for life-long donor follow-ups** in the future.

As for the potential living donor, he/she must have access to all available information
before signing the consent form**.The potential donor must understand the types of tests
which need to be carried out, and the risks and complications of such tests, the short- and
long-term risks, including the risk of death, the success rate of the transplantation in
general and the success rate of the institution performing the transplantation, and the need
for follow-up treatment*®. Enough time must be given for such consent to be obtained
and the doctor involved must ensure that the freedom to give consent is provided. The
potential donor must also be appraised that he/she may withdraw consent at any time

without giving any reason and that no action will be taken against him/her*".

3.3 THE ORGAN PROCUREMENT SYSTEM IN MALAYSIA

Malaysia, as a vast developing country with an estimated population of 28.31 millions in
2009*%®, is among the countries with the lowest number of donors. Practising the ‘opting
in’ system, the registered donor will be provided with a small, green, organ donor card
which specifies which organs he/she has agreed to donate. This card should be carried by
the donor at all times to ensure that they can be easily identified if the situation arises.
However, one disadvantage of this identification donor card is that not everybody makes

a habit of carrying the card with them all the time. To make things worse, Malaysia has

32 Article 6.2.8.1National Organ, Tissue and Cell Transplantation Policy, June 2007

“%3 Article 6.2.8.2National Organ, Tissue and Cell Transplantation Policy, June 2007

%4 Article 6.2.8.3National Organ, Tissue and Cell Transplantation Policy, June 2007

%5 Article 6.3, Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.20,
viewed on 1 June 2011

% Ipid

7 Article 6.5, Guideline of The Malaysian Medical Council Organ Transplantation, MMC Guideline
006/2006, http:www.agiftoflife.gov.my/pdf/Organ Transplantation-Malaysian Medical Council.pdf, p.21,
viewed on 1 June 2011

“%8 Department of Statistics Malaysia Official Website,
http://www.statistics.gov.my/eng/index.php?option=com, updated on 31 July 2009, Viewed on 7 October
20009.
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unfortunately still not fully developed its organ donor database which would be able to

retrieve the list of its registered organ donors automatically**.

Generally, all matters relating to organ donation and transplantation are under the control
of the Ministry of Health of Malaysia. Initially, in 1999, Tissue Organ Procurement
(TOP) teams were established in sixteen Ministry of Health hospitals to facilitate the
management of cadaveric organ and tissue donations in these hospitals. Later, as the
establishment of these TOP teams managed to raise the number of annual cadaveric
donations in the following years, a few other public, university and private hospitals
followed in their footsteps and set up their own TOP teams as well*®. Then, in 2001, the
National Transplant Procurement Management Unit was established to centralise
coordination of the management of cadaveric donors and procurement of organs and
tissues at the national level**!. This Unit cooperates with the local TOP teams who
manage donors at their hospital level, the recipient transplant teams, and the organ and
tissue retrieval teams. The unit will then arrange the logistics of transporting the retrieval
teams to the donor and bringing back the organs and tissues to the respective centres for
transplantation. Besides that, the unit is also responsible for the promotion and central
registration of donor pledges including training the hospital staff and increasing the
public and hospital personnels’awareness of organ donation in genera1442.

Subsequently, in November 2003, the National Transplant Registry (NTR) was set up
through initiatives of the Clinical Research Centre and the Malaysian Society of
Transplantation, supported by a grant from the Ministry of Health and with financial
contributions from various interested parties**®. However, after December 2005, the
running of the NTR was transferred to the Malaysian Society of Transplantation but

continued to be a Ministry of Health registry that collects information about organ and

%9 Interview on 12 February 2008 with Dr. Ghazali Ahmad, consultant and Head of Nephrology
Department, Kuala Lumpur General Hospital, Malaysia,

0 Hooi LS and Lela Yasmin Mansor, 1%.Report of the National Transplant Registry 2004 , (Kuala
Lumpur, National Transplant Registry, 2005), p.128.

“pid

*2 |bid

3 |_ela Yasmin Mansor, 1% .Report of the National Transplant Registry 2004 , (Kuala Lumpur, National
Transplant Registry, 2005), p.3.
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tissue transplantations in Malaysia**. The NTR has databases which monitor and
describe all local trends in transplantation taking place while organising and ensuring that
every donation is coordinated according to the legal requirements set out**. Besides
evaluating transplantation services in Malaysia, NTR also aims to stimulate and facilitate
research on transplantation and its management while ensuring the outcome and factors

influencing transplantations*®.

Currently, however, one weakness within Malaysia’s organ donation system is that it
lacks a procedure to identify and retrieve organs from all registered organ donors
automatically and have the main local hospitals directly linked and with access to such a
list**’. Another limitation which restrains local organ procurement activities is that NTR
is unable to make regular updates as it is not possible for them to trace the exact location
of death involving their registered organ donors, except in cases where the family
members of the deceased donor notify or inform NTR of the occurrence of such a death
of their family member*®. However, in most cases, not even the deceased’s family
members themselves are aware of the fact that the deceased was actually a registered
organ donor as they were never informed by the deceased nor did the deceased leave any
indications showing such intentions*?. Besides that, Jamaliah Kario further elaborated
that NTR has staff shortages and, although staff training is provided, the same issue
repetitively arises as their staff are not permanent and are subject to transfers to other

units and departments as well.

** Hooi LS and Lela Yasmin Mansor, 2nd.Report of the National Transplant Registry 2005 , (Kuala
Lumpur, National Transplant Registry, 2006), p.vii.
“>Tan Chwee Choon, 2nd.Report of the National Transplant Registry 2005 , (Kuala Lumpur, National
Transplant Registry, 2006), pp.1-2.
8 | ela Yasmin Mansor, 2nd.Report of the National Transplant Registry 2005 , (Kuala Lumpur, National
Transplant Registry, 2006), p.vii.
“7 Interview on 7 January 2008 with Jamaliah Kario, Senior Transplant Coordinator, National Transplant
4Iﬁgesource Centre, Kuala Lumpur General Hospital, Malaysia.

Ibid
9 Ibid
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3.4 PROBLEMS AND CHALLENGES IN PROMOTING ORGAN DONATION
IN MALAYSIA

Promoting organ donation and transplantation is not an easy task. Many problems and
challenges are faced socially and legally, and also from the religious perspective. One
puzzling social challenge that remains unanswerable to this day is how to reduce the gap
between the numbers of people registering as organ donors and the low number of actual
organs harvested. NTR continuously report small numbers of actual donations each year.
For example, there were only 16 actual cadaveric donations in 2004, and the figure
dropped to 13 the following year®®. In both 2006 and 2007, only 25 actual donations
took place respectively, although there was an increase in the number of registered
potential donors*'. Comparatively, there are about 6000 patients in Malaysia on the

waiting list for kidney donations alone*?

. According to Dr. Ghazali Ahmad, this problem
is not caused by lack of awareness but by the fact that Malaysians are not ready to

become committed actual donors*>.

Another social challenge is to deal with objections from family members. According to
Lee Lam Thye, Chairman of the Public awareness for Organ Donation Action Committee
Malaysia, the current practice is that, once there is any objection from the family, the
organ procurement procedure will not proceed even though the donor, during his/her
lifetime, had requested the removal of his/her organs**. So, even though one has already
registered as an organ donor and has received the organ donor card, the potential donor’s
organs are not removed without the family’s consent™. That is why it is highly
recommended that those willing to become organ donors should, during their lifetime,

inform and further convince their family members of their intention to become an organ

%50 Table 8.1:Number of Procurement by Year, 1997-2007, Lela Yasmin Mansor, Fourth Report of The
L\Slfltligr&al Transplant Registry 2007, (NTR Publications, Kuala Lumpur, 2007), p.172

i
%52 Jade Chan, Organ Donation A Gift of Life, The Star online, 31 July 2009, http://www.thestar.com.my,
viewed on 20 October 2010
**3 Interview conducted on 12 February 2008 with Dr Ghazali, Consultant and Head Department of
Nephrology Department, Kuala Lumpur General Hospital, Malaysia
%4 Jade Chan, Organ Donation A Gift of Life, The Star online, 31 July 2009, http://www.thestar.com.my,
viewed on 20 October 2010
> |bid
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donor. If this could be done, the number of organs harvested would definitely increase as

the relatives would be prepared and well aware of the deceased’s real wishes.

As for the legal challenges faced, immediate action should be taken to clear up all
ambiguities found in the Human Tissues Act 1974. Although a new supplementary policy
was recently introduced by the Ministry of Health, the policy will not prevail if it is in
conflict with any other existing law. Thus, if the content of the policy were incorporated
into an amended Act, the force of law would surely be better able to guarantee its

effectiveness and efficiency.

Another challenge is to clear up some of the religious misconceptions and
misunderstandings existing. Without doubt, most religions, including Islam, Christianity,
Hinduism and Buddhism, do allow and support good deeds of donating organs upon the
death of a person. However, in Malaysia, where Islam is the main religion, there are still
some misconceptions. The Islamic Understanding Foundation of Malaysia had conducted
some research earlier on 500 Muslim respondents about their willingness to become
donors, and this indicated that 56.3% of them were not willing to do so. Among the
reasons for their refusal was the misconception that, by donating organs, they will later be
resurrected as incomplete persons, the procedure will hurt the deceased body, and doctors
would not take initiatives to save their lives in emergency situations**®. Some have the
fear that these transplant procedures would delay their burial ceremony while there are
also some who think that all transplantation costs involved in the organ removal will

burden their families.

The Ministry of Health shoulders the responsibility for ensuring that all donation and
transplantation procedures remain safe and beneficial for both donor and recipient. The
medical transplantation team must be able to neutralise the ‘tissue immunity’ reaction so
that the recipient’s body does not reject the organ received from the donor. The team
must also ensure that the donated organs are perfectly healthy without any infections or

signs of AIDS, cancer and other diseases. Preserving the organs procured, especially

%% Institute of Islamic Understanding Malaysia, (2006) VIS, Issue 61-Jan, p.18
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during the intervening period between their becoming available and their reception, is

also essential to ensure their ability and functions.

Another challenge for Malaysia in general is to provide adequate and affordable facilities
to assist all procurement and transplantation procedures to take place locally. All
hospitals from the government and private sector must work together hand in hand to
make available better facilities complete with new technologies and expertise and to
allow the proper selection of organs in order to cater for the number of transplantations
needed without having to move the procedure elsewhere. Since the pre-operation, actual
operation and post-operation costs are high, another challenge is to ensure that everybody
has an equal opportunity to seek treatment since, in most cases, the financial cost required
for a transplant procedure is considered a burden, particularly if it is done at a private
hospital. The current, normal practice is to resort to the media to seek funding from the
generosity of the public. A certain effort must be made to ensure that affordable local
treatment, particularly treatment provided at government hospitals, is available and can
benefit all Malaysians without any financial limitations and time constraints. One way to
reduce the cost is to provide local expertise and facilities. Steps should also be taken to
ensure that all funding received is utilised properly and not misused. It is indeed
heartening to know that the Malaysian Medical Association has already set up a Medical
Advisory Committee to assist in the assessment of those needing this type of treatment

and medical care.

3.5 CONCLUSION

Although organ transplantation and donation is taken seriously by the Ministry of Health
of Malaysia, there is still a tough task ahead to further increase and boost the number of
organ donors. The number of patients in need of vital organs keeps increasing in contrast
to the slow rise in those willing to contribute organs and help save more lives. The

introduction of the National Organ, Tissue and Cell Transplantation Policy is a great
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relief; however, it must be borne in mind that it is only supplementary in nature and does
not have any legal powers. Thus, it is recommended that some of these principles be
incorporated into the amended version of the Human Tissues Act 1974 to ensure its
authority. Lastly, regardless of the situation, the challenge to reduce organ shortage is
now becoming more serious in Malaysia. This requires an effective action plan which

could increase the number of organ procurements done locally.
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CHAPTER 4

ANALYSIS OF EMPIRICAL DATA ON THE ORGAN SHORTAGE PROBLEM
IN MALAYSIA

INTRODUCTION

This chapter will set out the details and results obtained from an empirical study relating
to organ shortage problems in Malaysia; it was conducted in the Klang Valleys,
specifically in Kuala Lumpur and the district of Hulu Langat from December 2007 until
February 2008. 482 respondents from the public were involved and they were chosen
randomly, though with certain criteria applicable. Results from the study generally reflect
the Malaysians’ perspective on organ shortage issues. Results from this study will also be

used throughout the whole thesis wherever suitable.

4.1 BACKGROUND OF THE STUDY

The Klang Valley location was chosen because most of the people residing there are from
different parts of the country. There are a few public institutions of higher education
including the National University, University Putra Malaysia, University Malaya and a
few other private colleges which cater for students from all over the country. The Klang
Valley is also a popular location where local citizens migrate to, as there are a lot of job
opportunities available there both in the government and private sector. All these factors
contribute to make it the best location to encounter a mixture of respondents from all the

14 states of Malaysia.

Initially, a total of 500 self-administered questionnaires were distributed at random to
respondents qualified within the inclusion criteria of being Malaysian, of sound mind,
literate and aged 18 years and above. The respondents were approached personally or in
groups. Before the questionnaire was distributed, the respondents were asked for their
consent to be involved in the study. The purpose and consequences of the study were also
explained to them. Most of the respondents were from local universities and hospitals. A

lot of the questionnaires were distributed during organ donation campaigns organized by
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the National Transplant Registry (NTR) in collaboration with the National Blood Bank.
Unfortunately, it is very rare for organ donation campaigns to be carried out
independently by NTR as, according to them, it normally does not attract a crowd. That is
why NTR will normally join blood donation campaigns as part of their effort to recruit
more registered potential organ donors. Another advantage of distributing the
questionnaires during these campaigns is that there is a higher probability of some
registered organ donors answering the questionnaires as, typically, registered organ

donors are keener to donate blood compared to non-organ donors.

At the end of the study, 482 completed questionnaires were collected and analysed. The
response rate was very good, at 96.4%. The fact that the researcher was willing to wait
for the questionnaires while they were being completed helped to ensure a high response
rate. However, this did not affect the answers given by the respondents, because the
researcher did not interfere with this process at all and waited from a distance. The
remaining 18 completed questionnaires had to be excluded as five were invalid due to
locality factors. Here, five Indonesians, whose physical appearances are very similar to
Malaysians, had mistakenly taken part in answering the questionnaire. Their responses
were rejected and considered void. The remaining 13 questionnaires were not returned to

the researcher at all.

4.2 OBJECTIVES OF THE STUDY

This study was carried out with a few particular objectives.

i) To identify the percentage of potential organ donors among the population of Klang

Valley, Malaysia.

ii) To identify the factors that influence Malaysians to become organ donors and factors
that make them reluctant to do so.

iii) To identify and tackle other related organ transplantation issues including the current
registration system, the law regulating the practice and incentives provided for it.

iv) To discover preferences for the suggested methods of increasing the number of actual

organ donors and improve the existing organ procurement procedures available.

v) To suggest a practical solution for organ shortage problems in Malaysia that might
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be developed and suggested for implementation in the future.

4.3 MATERIAL AND METHOD

A questionnaire was distributed to Malaysian citizens chosen randomly, within the age
range of 18 to 60. The self-administered questionnaire consisted of five parts including:

i) Demographic information

ii) General knowledge

iii) Registered organ donors section

iv) Unregistered organ donors section

v) Solutions suggested.

Part A of the questionnaire contained six questions seeking demographic information
from the respondents. They were asked about their age, gender, race, religion,

educational level and their state of origin.

Part B focused on the respondents’ general knowledge on organ transplantation. They
were asked about their source of information on transplantation matters and whether they
knew the sources from which human organs were taken. Their preference for being either
a living or a cadaver donor was sought besides assessing their knowledge on the problem
of organ shortage in Malaysia. The last question in this part sought their awareness on the
Human Tissues Act 1974 which currently regulates organ transplant activities in
Malaysia.

Part C of the questionnaire was further divided into 2 sections. Section A was to be
answered by registered organ donors and Section B was for non-organ donors. In Section
A, the registered organ donor respondents were asked how long they had been registered
as organ donors and the reasons why they decided to perform such a noble act. They had
to disclose whether their intention to donate organs was actually influenced by anybody,
whether they had informed their family about it and whether they received full support
from their family in doing so. Alternatively, in Section B, the non-organ donor

respondents were asked whether they had intentions to become organ donors and what
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factors were stopping them from being organ donors. The questionnaire was also
designed to ascertain whether anybody had influenced their decision not to register as an
organ donor. Their awareness of the registration procedures and the factors that might

change their decision to become organ donors in the future were also included.

Part D of the questionnaire was to be answered by all the respondents, both organ donors
and non-organ donors alike. This part intended to seek the respondents’ preferences for
some suggestions put forward. Initially, they were asked whether they had driving
licenses. Next, a scenario was given imagining that they had been involved in a serious
road accident, had been badly injured and had no chance of survival at all. With this
situation in mind, they had to decide whether they would allow the government to
automatically assume the authority to take their organs. The next question was related to
the same scenario but sought to establish whether they felt that consent from their close
family members should be obtained first before the government proceeded to take their
organs or, alternatively, whether it could still be done even without family consent being

obtained earlier.

The next issue raised was on media publicity. The respondents were asked for their
preference regarding media publicity for organ donors. Receiving incentives for organ
donation was another issue brought forward. Respondents were asked for their opinion on
whether they preferred incentives to be provided and, if so, what form they should take.
The options proposed were money and valuables, tax exemption, free medical treatment

and others.

The questionnaire also sought to determine whether the respondents agreed with the
situation that objections from close family members should be allowed to override an
individual’s decision to donate organs. And lastly, their opinion was sought on whether
they preferred the existing ‘opting in’ system, where potential organ donors would
voluntarily register themselves as organ donors, or whether it should be changed to the
‘opting out’ system where a person is automatically considered a registered organ donor

unless he/she disagrees and formally opts out of the register. The response options
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provided were either a ‘yes’, ‘no’ or ‘unsure’. Finally, all the respondents’ answers were
entered onto a database, and were analysed statistically using the software programme
SPSS for Windows.

4.4 RESULTS OF THE STUDY

i) Demographic factors

A total of 482 respondents had participated by answering the questionnaires distributed.
This number included 166 male respondents, which represents 34.4%, while the
remaining 316 respondents were females, representing the other 65.6%. Most of the
respondents were female university students because there are more female students than
males in universities all over Malaysia®’. The fact that most of the organ and blood
donation campaigns were held at universities obviously resulted in more female

respondents participating in the study.

This study was limited to people aged between 18 and 60. This specification was made
based on section 4 of the Age of Majority Act 1971, which stipulates that the age of
majority in Malaysia is 18 years. Therefore, only those aged 18 and above are allowed to
make their own decision and give their valid consent to donate organs. Those under that
age will need permission and authorisation from their respective parents or guardians.
The maximum age limit was fixed at 60 as, presumably, one’s organs are still functioning
well and are suitable for organ donation purposes until this age. For easy analysis, the age
factor was categorised into 5 groups. The first group comprised the 18 to 25-year-olds, as
this is the standard age for university students. The second group ranged from 26 to 35
years old. The third group was between 36 and 45 years old and the fourth group was

from 46 to 55 years old. The last group comprised all those aged between 56 and 60 and

7 According to statistics from the Ministry of Higher Education Malaysia, every year female students
outnumber male students in admission to its 20 Institutions of Higher Education all over the country. For
the 2008/2009 session, 70,941 new students had registered at these higher education institutions of which
64.5% are female students and the remaining 35.5% are male students. This makes the proportion of female
students to male students 60:40.
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obviously represents the pensioners*® group. The table below clearly shows the results

obtained according to the age groupings mentioned above.

Respondents Age Group

Cumulative
Frequency Percent Valid Percent Percent

18-25 410 85.1 85.1 85.1
26-35 41 8.5 8.5 93.6

valid 3645 19 3.9 3.9 975
46-55 10 2.1 21 99.6
56-60 2 A 4 100.0
Total 482 100.0 100.0

Based on the table, a majority of 410 respondents are from the first group aged between
18 and 25. This represents 85.1% of the total number of respondents involved. The fact
that the study was mostly conducted in local universities had obviously influenced this
result as most of the respondents are university students and would logically be within
this age group. The next-largest group was the second group where 41 respondents aged
between 26 and35 had taken part in the study. This group made up 8.5% of the
respondents. The third group, which had an age range of 36-45 years contained 19
respondents, equivalent to 3.9%. Respondents within the fourth group amounted to only
10, which represented another 2.1%. The smallest was the fifth group, aged 56-60 years,

where only 2 respondents (0.4%) were involved in the study.

Malaysia is a multiracial country comprising several different races. The majority race is
Malay, followed by Chinese, Indians and other minority races including Kadazans, Ibans,
Dayaks and others. The questionnaires were also distributed based on this proportion.

The pie chart below illustrates the proportions of the races mentioned above.

%58 When the study was conducted, the pension age in Malaysia was 56 years, but after the change made in
the Pekeliling Perkhidmatan Bilangan 6 tahun 2008 (JPA/PEN.228/25/1/J1d 4), the age limit was increased
to 58 years of age, applicable to all public servants

83



Race

B Malay
[ Chinese
O Indian
[ Others

From the pie chart above, it can be clearly seen that a large number of Malays, 291
representing 60.4%, had voluntarily taken part in this study. This is followed by 126
Chinese respondents representing 26.1%, and 54 Indian respondents representing another
11.2%. The remaining 2.3% is represented by the remaining 11 respondents from among

the other different minority races stated earlier.
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Being a multiracial country, Malaysia gives freedom to its people to profess and practise
their own desired religion. However, as the majority of the people are Malays, obviously
the main religion would be Islam. Most of the Chinese people profess Buddhism and the
Indians are usually Hindus. However, there are also Chinese, Indians and those of other
races who are Christians.

Bearing the above fact in mind, the study managed to include 292 Muslims, representing
60.6% of the total. There were 104 (21.6%) Buddhists and 48 respondents (10.0%) were
Hindus. About 36 Christian respondents (7.5%) and 2 respondents (0.4%) professing
other religions had also taken part in the study. These proportions are clearly illustrated in

the pie chart below.

Religion

[l I1slam
@ Buddha
O Hindu
@ Christian
O others
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The study classified the number of organ donors and non-organ donors involved in the
study according to their religion. From the table below, it can be seen that, from a total of
292 Muslims who took part in the study, 282 respondents (96.6%) were non-organ
donors and only 10 were registered organ donors (3.4%). Respondents professing the
Buddhist religion amounted to 104, comprising 97 non-donors (93.3%) and 7 registered
organ donors (6.7%). As for the Hindus, a total of 48 respondents were involved, of
whom 36 were non-organ donors (75%) and the remaining 12 were registered organ
donors (25%). There were 36 Christian respondents, of whom 25 were non-donors
(69.4%) while the remaining 11 (30.6%) were organ donors. Lastly, adherents of other

religions amounted to only 2 and both were non-organ donors.

POPULATION BASED ON RELIGION

Registered Organ
Donor
No Yes Total
Islam Count 282 10 292
o i
% within 96.6% 3.4% 100.0%
Religion
Buddha Count 97 7 104
o i
% within 93.3% 6.7% 100.0%
Religion
Hindu Count 36 12 48
Religion % within 75.0% 25.0% 100.0%
Religion
Christian Count 25 11 36
% within
0, 0, 0,
Religion 69.4% 30.6% 100.0%
Others Count 2 0 2
P
% within 100.0% 0% 100.0%
Religion
Count 442 40 482
Total 04 withi
% within 91.7% 8.3% 100.0%
Religion

The educational levels of the respondents were also classified. A vast majority of 452
respondents had a college or university level of education. This is obviously influenced
by the fact that this study was carried out mostly at universities where the blood
campaigns were held. Thus, logically, most of them would have this level of educational

background. This number represented 93.8% of the total respondents approached. Only
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29 respondents had a secondary school-level educational background, equivalent to 6.0%

and, lastly, only 1 person (0.2%) had a primary school-level educational background.

ii) General Knowledge

As organ transplantation procedures have been practised in Malaysia for quite some time,
the study wanted to reveal whether these respondents are aware and have knowledge on
issues related to organ transplantation and organ shortage. From the results, it can be seen
that, positively, 98.1% of the respondents are aware of the organ transplantation activity
going on. Unfortunately, there are still 9 respondents, representing the remaining 1.9%,

who claim to have no knowledge at all on the subject.

The respondents were asked whether they knew the sources from where human organs
are retrieved. 3.3% (16 respondents) answered that they come only from living donors,
while 12.2% (59 respondents) believed that they could only come from dead donors. A
majority of 84.4% (407 respondents) had the correct information that human organs

could be retrieved from both living and dead donors.

However, when asked about the circumstances under which they would prefer to donate
their own organs, 45.0% preferred them to be taken after death. This percentage
represents 217 respondents. Only 13.5% (65 respondents) preferred to donate organs
during their lifetime and 41.5% (200 respondents) accepted the idea of donating their
organs both during their lifetime and after their death.

One of the questions was intended to assess the respondents’ knowledge of organ
shortage problems in Malaysia. Positively, 87.6%, which is equivalent to 422
respondents, are aware of the problem. However, 12.4% (60 respondents) confessed to

having absolutely no knowledge of this problem.

The majority of the respondents obtained information about the problem of organ
shortage through newspapers and magazines. This group comprised 66.8% (322

respondents), followed by radio and television with another 21.8% (105 respondents),
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while the Internet is ranked as their last option, with only 2.7% (13 respondents) citing
this as their source of information. Other sources, such as friends, doctors, forums and

others represented only 8.7% (42 respondents) from the overall total.

In Malaysia, the most popular methods of disseminating information are newspapers and
magazines, as these have been the most influential media since independence. Recently,
many organ failure patients have managed to get their required organs through touching
stories highlighted in the main daily newspapers and leading magazines. Some of the
local newspapers even have special segments such as “Searching for a heart for .......
(name of the intended organ recipient)” and specific segments highlighting stories of very

sick patients needing organs urgently**®

. Radio and television are ranked in second place
in terms of influence, with the Internet in third. Regarding Internet coverage, although it
is now becoming a more popular source of information, not everybody has access to its
services nor do they own computers. For those living in more remote areas, the Internet
service is normally limited, considered quite expensive and is a luxury rather than a

necessity.

Regarding the respondents’ knowledge on the sole Act available governing organ
transplantation activities in Malaysia, 73.4%, which represents 354 respondents, were
totally unaware of the Human Tissues Act 1974. However, at least 26.6% (128
respondents) had knowledge of the existence of this Act regulating the whole subject

area.

iii) Registered donors

The third part of the questionnaire focused on registered organ donors only. Therefore,
only respondents who had already registered themselves as potential organ donors were

required to answer this part. The study managed to categorize 40 respondents within this

*9 For example, one of the local newspapers in Malaysia, Utusan Malaysia, had initiated a campaign
searching for a heart donor for Tee Hui Yee from 8 October 2007 and a campaign searching for a lung
donor for Siti Salmah Jasni from 18 October 2007. Both campaigns were successful in finding a suitable
organ donor for both patients respectively, within just a few days, after massive coverage on the issue was
made to the public.

88



group. This represented 8.3% of the total number of respondents involved in the study.
Further analysis of these respondents showed that 14 respondents (35.0%) had just
recently registered as potential organ donors, another 16 respondents (40.0%) had been
registered for more than a year but for less than 3 years; lastly, only 10 respondents
(25.0%) had been registered potential organ donors for more than 3 years. Two persons
claimed to have been registered organ donors for the past 9 years, which is the longest
duration found within this group of respondents. These findings are clearly illustrated in
the pie chart below. The missing portion represents non-registered organ donors who had

participated in this study too.

Duration being a registered organ donor

B <1vyear

@ 1-3years

O > 3years

@ Non organ donors

The study also revealed that the main reason influencing 37 respondents (which
represents a majority of 92.5%) to become registered organ donors was the spirit of

wanting to help save others’ precious lives. The remaining 3 respondents (7.5%) had
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experience of working with patients in need of organs and this was the motivating factor
for their commitment to register as donors. Nobody made such a decision on the basis of
having experience dealing with family members needing organs or their expectations of

receiving appreciation and incentives.

Another surprising fact was that none of the respondents was influenced by anybody
when they made their big decision to become an organ donor. All 40 respondents claimed
that nobody had influenced their decision and they had made the decision on their own.

This amounted to a full 100% result.

Informing family members of our intention to donate organs is crucial. In this study, a
majority of 34 respondents (85.0%) from the registered organ donor group had informed
their family about this matter. However, the remaining 6 respondents, who represented
15.0%, had simply kept the matter to themselves and had not mentioned anything at all to
their families about their decision. However, the response received from their family
members did differ. Not everybody received full support for their noble intention to
donate organs as only 60.0%, which is equivalent to 24 respondents, had fortunately
obtained this. The remaining 16 respondents (40.0%) faced family opposition to their
decision. In contrast to the above findings, while 6 respondents had not revealed their
decision to register as potential organ donors, 16 respondents claimed that they had not
received family support in doing so. This may be because some of the respondents
already knew their family’s stand, which was not in favour of organ donation. Thus, even
without asking directly, they would have been able to assume and predict their family’s

attitude and response even before raising the matter and seeking their consent.

iv) Non-donors

The fourth part of the questionnaire was addressed to respondents who were non-
registered organ donors. In total, 442 respondents answered this part. The respondents
were asked whether they had ever had the intention of donating their organs. The result

was that 237 respondents (53.6%) declared that they had no intention at all of becoming
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organ donors, while 46.4% (which covers the remaining 205 respondents) did have the

intention to register themselves as organ donors although they had not yet done so.

The study also tried to identify factors stopping all the 442 respondents from registering
as organ donors. Surprisingly, the most significant factor was that they were not
confident and had doubts over their health and welfare during and after the transplant
procedures. A large number of 241 respondents, which is equivalent to 54.5%, claimed
this factor to be their main obstacle. 59 respondents, amounting to 13.3% of the
respondents, were not clear about their religion’s stand on organ transplantation matters,
causing them to feel reluctant to become an organ donor, while another 41 respondents
(9.3%) claimed that fear of having to bear the treatment costs after the donation
procedures was their main reason for refusal. The remaining 22.9% (101 respondents)
had other personal reasons such as being forbidden by family members, having health
problems, not being mentally prepared, lack of awareness, lack of information on organ
transplantation matters, lack of support and motivation, and having fear of operations and
hospital procedures. These factors are clearly grouped and presented in the pie chart

below.
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Factors Influencing Non-Donors

B Religious belief
] Insecure health &
safety

Cost of treatment
[ after donation

Other
factor
[ Organ Donors
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Influence of others towards non-donors

B nobody

@ family

O friends

[ others

O Already Organ Donors

With regard to the influence of other people on their decision not to become organ
donors, a huge majority of 336 respondents, which represented 76.0%, were not
influenced by anyone at all. So, their decision was initiated purely by themselves. Only
89 respondents (18.5%) claimed to be influenced by their family, and a small percentage
of 0.5% (2 respondents) was influenced by their friends. The remaining 15 respondents
(3.1%) claimed to be influenced by people other than their families and friends in

deciding not to become organ donors. The pie chart above presents this discussion.
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Factors that might influence non-organ donors to become organ donors

@ Secured health

B Incentives

O Religious clarification
B Easy procedure

O Nothing

B Organ Donors

The pie chart above illustrates different factors that might influence non-organ donor
respondents to become organ donors in the future. In the study, 198 respondents
(representing 44.8%) felt that, if assurance on their safety and health concerns could be
guaranteed, they were willing to change their minds and become registered organ donors
in the future. 16.8% (81 respondents) demanded that an easier registration procedure be
made available, while 14.7% (65 respondents) cited clarification of their religions’ stands
as the main factor that might change their decision to become organ donors. Surprisingly,
only 2.1% (10 respondents) considered incentives as a promoting factor that could
change their decision. Unfortunately, 18.3% (88 respondents) were steadfast in their
decision not to become organ donors. They firmly claimed that nothing at all would

change their decision.

Regarding awareness of the organ donor registration procedures, a majority of 358

respondents claimed that they were totally unaware of them. This formed a high
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percentage of 81.0%. In contrast, only 84 respondents (17.4%) knew about the

procedures applicable in registering as a potential organ donor.

v) Solutions
Possessing Valid Driving Licenses
Driving License
No Yes Total
Non Donor Count 105 337 442
% within Non
Registered 23.8% 76.2% |  100.0%
Donor
Respondents Organ Donor Count 5 35 40
% within
Registered 12.5% 87.5% 100.0%
Donor
Count
110 372 482
Total % within Total
Respondents 22.8% 77.2% 100.0%

This last part of the questionnaire was intended to discover the respondents’ perceptions

of a few suggestions that could be practically applied in Malaysia. The first question in

this part inquired whether they possessed a valid driving license. From the table above, it

can be seen that, among the 442 non-registered organ donors, 337 respondents (76.2%)

had a driving license while the remaining 105 respondents (23.8%) did not. As for the

registered organ donors group, from a total of 40 respondents 35 (87.5%) had driving

licenses and the remaining 5 respondents (12.5%) did not. So, combining both groups,

from a large total of 482 respondents, 77.2% possessed driving licenses and only 22.8%

did not.
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Consenting to the Government Acquiring Organs

Consent to Government
No Yes Total
No Count 211 231 442
% within Non
Registered 47.7% 52.3% 100.0%
Donor
Organ Donor Yes Count 3 37 40
% within
Registered 7.5% 92.5% 100.0%
Donor
Count 214 268 482
Total o4 withi
% within Total 44.4% 55.6% |  100.0%
Respondents

The next question sought to discover the respondents’ willingness to allow the
government of Malaysia to acquire their organs should they suffer a serious road traffic
accident with no chance of survival at all. Positively, a total of 268 respondents (55.6%)
from the total of 482 respondents agreed to this idea; however, the remaining 214
respondents (44.4%) disagreed with this notion. To further classify the details within the
two different groups involved, within the non-registered organ donor group, a total of 231
respondents (52.3%) agreed with this suggestion, so the remaining 211 (47.7%) were
against it. Within the registered organ donor group, a majority of 37 respondents (92.5%)

agreed with this notion while only 3 (7.5%) disagreed with it.

Next, the respondents were asked to state whether, in the same situation above, if by any
chance the government were allowed to procure their organs, they would prefer their
family members to be consulted on their behalf or whether family consent need not be
acquired at all. Surprisingly, a large majority of 88.0% (representing 424 respondents)
wanted their family to be consulted first and considered their consent necessary. Only 58
respondents (12.0%) opined that family consent was not necessary and agreed that their
organs could be retrieved by the government automatically if the need arose. Within the
non-donor group, a large majority of 394 respondents (89.1%) insisted on having family
consent first and only 48 respondents (10.9%) felt otherwise. As for the registered organ

donor group, 30 respondents (75%) opined that family consent was needed, although the
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remaining 10 respondents (25.0%) took the opposite view. The table below clearly shows

the figures as discussed above.

Family Consent

Consent Family
no yes Total
Non Organ Count 48 394 442
Donor % within Non
Registered
Donor 10.9% 89.1% 100.0%
Organ Donor
Organ Donor Count 10 30 40
% within
Registered
Donor 25.0% 75.0% 100.0%
Count 58 424 482
Total % within Total
0, 0, 0,
Respondents 12.0% 88.0% 100.0%

Regarding media publicity, the respondents’ views were almost equally split, as 250

respondents (equivalent to 51.9%) favoured media publicity for their willingness to

donate organs. On the other hand, 232 respondents (representing the remaining 48.1%)

preferred their noble act of donating organs to remain without media publicity. Even

when this group of respondents was further divided into the non-registered donor group

and the registered donor group, the end result was quite similar as both groups tended to

be divided almost equally in their preference for having media publicity involved or not.

So, in conclusion, regardless of whether a person is an organ donor or not, their

preference regarding media publicity is not affected. The table below clearly shows the

results obtained.
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Media Publicity

Media Publicity

Required
no yes Total
No Count 212 230 442
% within Non
Registered
Donor 48.0% 52.0% 100.0%
Organ Donor
Yes Count 20 20 40
% within
Registered
Donor 50.0% 50.0% 100.0%
| Count 232 250 482
Tota % within Total
0, 0, 0,
Respondents 48.1% 51.9% 100.0%

On the suggestion to provide rewards to organ donors, an overall figure of 274

respondents (56.8%) agreed and supported this notion; however, 43.2% (which covers

208 respondents) disagreed with this. Within the non-registered organ donor group, 260

respondents (58.8%) supported the idea of incentives, though the remaining 182

respondents (41.2%) were against it. As for the registered organ donor group there was a

high percentage of 65.0%, representing 26 donors, who felt that incentives were not

necessary. Only 14 respondents (35.0%) in this group agreed with the idea of providing

incentives. The figures are shown in the table below
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Rewards and Incentives

Reward/ Incentives

No Yes Total
Count
182 260 442
% within Non
No
Registered 41.2% 58.8% 100.0%
Donor
Organ Donor
Count 26 14 40
% within
Yes
Registered 65.0% 35.0% 100.0%
Donor
Count 208 274 482
% within Total
Total 43.2% 56.8% 100.0%

Respondents

non-donor group and 31 respondents from the registered organ donor group.

The respondents were also asked about the type of incentive preferred. They had to
choose between monetary or valuable gifts, tax exemption, and free treatment and
medication. The respondents were also allowed to suggest their own preferred incentives
if the options given did not suit them. The study revealed that a majority of 335
respondents (69.5%) preferred to receive free treatment and medication as rewards for

their willingness to donate organs. This number comprised 304 respondents within the

Monetary or valuable gifts were preferred by only 81 respondents (equivalent to 16.8%).
This included 79 respondents within the non-donor group and only 2 respondents from

the registered donor group. Incentives in the form of tax exemptions attracted only 33
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respondents (16.8%), a figure formed by 32 respondents from the non-donor group and
only 1 from the other group. The remaining 33 respondents (16.8%), comprising 27 from
the non-donor group and 6 from the donor group, had their own preferences for
incentives. Some suggested that the free treatment and medication given should also be
extended to cover all their family members too. There were even some respondents who
did not want to receive anything at all as an incentive. They stressed that their act of
donating organs was done for the sake of helping others and therefore refused to accept

any kind of reward offered.

Next, the respondents were asked whether they agreed that their close family members
should be given the authority to override their earlier decisions to donate organs,
especially when the actual time comes to harvest their donated organs. As predicted,
more than half of the respondents, amounting to 54.4% (262 respondents), opined that
family objections should not be allowed to alter or change an individual’s earlier decision
to donate organs. This was represented by 225 respondents (50.9%) from the non-donor
group while the remaining 217 respondents (49.1%) from the same group supported the

family’s right to object.

From the registered donor group, a strong majority of 92.5%, comprising 37 respondents,
rejected family interference and objections while only 3 respondents (7.5%) were still in
favour of it. So, the overall percentage of respondents still supporting family objections
was 45.6%, representing 220 respondents. The figures mentioned above are clearly laid

out in the table below.
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Family Objection

Family Objection
no yes Total
No Count 225 217 442
% within Non
Registered
Donor 50.9% 49.1% 100.0%
Yes Count
Organ Donor I 37 3 40
% within
Registered 92.5% 7.5% 100.0%
Donor
Count
262 220 482
Total % within Total o o o
Respondents 54.4% 45.6% 100.0%

Finally, the study sought the perceptions of the respondents on the suggestion of
changing the existing ‘opting in’ system to the ‘opting out’ system. Surprisingly, there
was quite an even outcome which was further categorized into three different
perceptions. 37.3% ( 180 respondents) rejected the opting out system suggested, 35.7%
(172 respondents) clearly accepted the suggested new system and the remaining 27.0 %
(130 respondents) were confused and unsure whether the existing opting in system should
be changed in favour of the opting out system or not. Scrutinizing the figures within the
non-organ donor group only, 36.9% (163 respondents) rejected the suggested opting out
system, 34.6% (153 respondents) agreed with it and another 28.5% (126 respondents)
could not choose between the two systems mentioned.

From the organ donor group, 42.5% (17 respondents) rejected the opting out system,
47.5% (19 respondents) fully supported it and the remaining 10.0% (4 respondents) were
unable to choose between the two systems put forward. The table below clearly illustrates

the figures mentioned above.
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Response to the Opting Out System

Opting Out
No Yes Unsure Total
No Count 163 153 126 442
% within Non
Registered 36.9% 34.6% 28.5% 100.0%
Donor
Organ Donor
17 19 4 40
Yes Count
% within
Registered 42.5% 47.5% 10.0% 100.0%
Donor
180 172 130 482
Total Count
% within Total
0, 0, 0, 0,
Respondents 37.3% 35.7% 27.0% 100.0%

4.5 DISCUSSION

The study carried out on 482 respondents fortunately included 40 registered organ
donors. As expected, a majority of the respondents was aware and had at least basic
knowledge on organ donation activities in Malaysia. The study positively proved that
98.1% of the respondents had knowledge about organ donation procedures taking place
in Malaysia, although there were still 9 respondents who denied knowing anything about
it at all. However, the fact that more than half of the respondents had precise knowledge
on organ sources showed that most of them had correct information on this particular
issue. The results also showed that Malaysians would prefer to become cadaver donors
rather than living ones, or perhaps both. This fact signifies that campaigns and initiatives
to recruit more organ donors should focus on maximizing the number of potential
cadaver donors. Perhaps the preference shown is due to the minimal risks involved,
especially to the donor him/herself, as he/she would no longer be alive, and the fact that,
legally, these organs could be donated to a larger selection of recipients rather than being

restricted and confined only to close family members.
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422 (87.6%) respondents had knowledge of organ shortage problems in Malaysia. This is
again a good sign since most of the respondents are young and suitable candidates as
potential organ donors. Having knowledge of the seriousness of the problem could
develop people’s sympathy for those in need and might also open their hearts to become
organ donors one day. Normally, people aged between 19 and 59 and equipped with a
higher level of education are more positive to the idea of donation compared to teenagers,
those aged 60 years and above and people with a lower educational level.*® Young and
well-educated individuals might have access to knowledge of scientific progress and feel
more confident with medical developments than older and less-educated persons, which

might be reflected through these attitudes***

. Were they to realise the existence of the
problem, it would make it easier to run campaigns encouraging more organ donations to

take place.

A majority of the respondents stated that their main source of knowledge on organ
donation was disseminated from the media rather than from other sources. Local
newspapers and magazines were ranked as the most influential medium of knowledge.
Electronic media, such as television and radio, were ranked in second place. This might
be due to the fact that not as much publicity on organ transplantation is broadcast through
these channels compared to the written media. Although the use of the Internet is now
becoming more popular, especially among adolescents and young adults, it was not
nominated as their main source of information on organ transplantation matters. The
underlying reason might be that they did not use it to search for organ donation issues.
Comparatively speaking, in newspapers and magazines, these issues are presented in a
more straightforward manner to them, whereas seeking information through the Internet
would require the user to specifically search for a particular issue. Thus, if one did not
have interest in a particular matter, one would not search for it through the Internet.
Perhaps this fact influenced them to state their preference for newspapers and magazines
rather than the radio, television and Internet facilities as their main source of knowledge

on organ donation. A survey conducted in Turkey among influential religious people

%0 Margareta, A. Sanner, ‘People’s Attitude and Reactions to Organ Donation’ (May 2006), Vol. 11, No.2
Mortality. 135-136
“** Ibid.
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clearly proved that transplantation issues are normally discovered and learnt through the
media rather than any other method although, unfortunately, it did not specify which

media were most influential*®2.

The result of the study also suggests that the authority of the Human Tissues Act 1974,
which regulates human organ transplantation matters in Malaysia, has not been
sufficiently acknowledged by the public. Since the rule “ignorance of the law is not an
excuse” does apply, a more serious effort must be made to ensure that Malaysians are
made aware of and realise the application of this Act which governs and regulates these
matters, although it might not be totally comprehensive in nature and content. Sadly, the
study revealed that only 128 respondents knew about it and most of these had legal

backgrounds.

Among the registered organ donor group, not everybody had informed their families
about their decision to become an organ donor. The results showed that, although 85%
did inform their families, a remaining 15% chose to keep their decision to themselves,
which is still a high percentage. Within this group too, only 60% (24 respondents)
received support from their family while the remaining 16 respondents faced objections.
This high percentage needs to be taken seriously, as family objection is acknowledged
according to Malaysian Law. Not informing family members of one’s intention to donate
organs is similar to leaving the final say to the family. This might consequently lead to
fewer organs being donated as there are various reactions concerning the dead body,
particularly from family members. Having thoughts of allowing the dead body to
experience discomfort and pain when it is cut, and organs removed from it, makes it a
tough decision for the families to make*®. The more the person means to them, the
harder it is to imagine and accept the experience that the deceased might go through,
though he/she is actually no longer alive. Another notion that might deter families from

giving consent is the thought that the deceased should be left to rest in peace and that any

%2 Kececioglu, N, Tuncer,M, Yucetin,L, et al. Attitudes of Religious People in Turkey Regarding Organ
Donation and Transplantation” (2000) 32 Transplantation Proceedings, 629

83 Frutos,M.A, RuizP, Requena, M.V, and Daga,D, ‘Family Refusal in Organ Donation : Analysis of
Three Patterns’, (2002) 34 Transplantation Proceedings, 2513-2514
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incision into the body would be disrespectful. These two reactions would mean that what
might be done to a dead body should be no more than what might be done to a living
individual***. Family conflicts and cultural and religious beliefs are additional reasons,

45 It is evident

besides emotional factors, contributing to families’ refusal to consent
from other surveys that people would be more likely to decline to donate organs from
their next of kin than from themselves. For example, in Sweden, although about two-
thirds of the adult population favours donation, only about 40% would consent to allow
donation from a relative. Most would claim they did not know what to decide on behalf
of the deceased and were afraid of making the wrong decision. So, normally, the number
of donors would be lower if the relatives had to decide than if the deceased had actually

expressed a prior wish of his/her own*®.

Without doubt, the deceased’s expression in life of his/her wishes about donation would
definitely be the most predictive factor in the family’s decision®®’. This means that, when
the wishes of the deceased are known, the family’s decision is typically consistent with it
and could even reach a consent rate of 95% to 100%*%®. In contrast, when the deceased’s
prior wishes about donation are unknown the family’s decision will normally be largely
influenced by contextual and intrapersonal factors*®. It is suggested that organ donation
matters should be made a more common issue for discussion. This would perhaps make it
easier to bring up the matter, especially within family conversations. Organ donors
should be counseled on the best approach for them to break the news and inform their
families of their decision. Counseling for family members would also be beneficial as

explanation from experts in the field could obviously remove all doubts and anxiety in
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their minds. So, besides disseminating all the facts related to transplantation activities, its
legal rules and surgical procedures, an effort should also be made to help families deal
with their anxiety, giving them room to seek clarification and feel reassured about the
transplantation procedures. Thus, in this matter, support must be provided to both donors

and their families to ensure awareness and acceptance of the decision already made.

The respondents in the non-donor group were split in their decision when asked whether
it had ever crossed their minds to become organ donors in the future. A percentage of
49.2% admitted to having no intention at all, leaving more than half to give a positive
response. The study revealed that the former’s reluctance was very much related to their
feelings of insecurity. They have not been persuaded to risk their health and safety during
and after the transplantation procedures. This shows that there is a lack of confidence in
the existing transplant system. However, were this weakness to be overcome, many
patients would definitely benefit from the large percentage of respondents who might be
interested in registering as potential organ donors. Another survey on attitudes towards
organ donation in Sweden demonstrated that more than half of the population surveyed
was positive about donating their organs, a large group is undecided and the smallest
proportion is negative. The exact percentages of positive, hesitant and negative
individuals vary depending on the timing of the survey, specific culture of the society and
type of population surveyed*®. Although the level of percentage might vary depending
on these factors, the ranked order of the attitudes is still the same*’*. Thus, the findings of
this study are consistent with other previous studies. There is a clear challenge to
Malaysia to secure consent from those who have pledged to become organ donors,
convert the substantial proportion of those who are unsure, and, lastly, convert those who

are not in favour of organ donation and persuade them to register as donors.
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As expected, the study revealed that religion was not the main reason for Malaysians
being reluctant to become organ donors. Only 13.3%. of the total respondents cited
religious factors as their main obstacle. In a local survey conducted previously by the
Islamic Understanding Foundation of Malaysia (IKIM) with 500 Muslim respondents,
56.3% were found to be unwilling to become registered organ donors. Their hesitance
was based on the perception that they will later be resurrected as incomplete persons; the
procurement procedure would hurt the deceased body and it would delay their burial
ceremony”’?. Though my findings cannot be wholly compared to this survey, since this
study involves respondents from a number of races and religions, the findings are still
coherent as, from a total of 292 Muslims involved, only 10 respondents, amounting to a
small percentage of 3.4%, are registered organ donors. A huge majority of 96.6% remain
as non-organ donors. So, it is evident that Muslims in Malaysia are more reluctant to
become organ donors, even when compared to other religious groups such as Hindus,
Buddhists and Christians.

In a different study on cadaveric organ donation at the University Hospital Malaysia, a
similar finding was obtained, as it again proved that misinterpretation of religious
teachings regarding organ transplantation is not the main obstacle, although it is still a
contributing factor*®. Both local studies quoted are consistent and strongly support the
findings of this research. In a different study, which examined the influence of religion on
attitudes towards organ donation among the Asian population in Luton, United Kingdom,
it was indicated that, within the population studied, culture and religion play a much less
prohibitive part in determining the level of organ donation than previously suggested*’.
However, there is a desire to be aware of religious stances so that people are able to make
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a more informed decision™™. Again, the findings have proved to be similar in principle,

where religion is not the main obstacle to people donating their organs. This might be
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related to the fact that people are now more knowledgeable and comprehend religious
stances more clearly. Thus, from all the various results of the studies mentioned above, it
could be concluded that religion is no longer the main factor causing the shortage of
organs as it might once have been. A detailed discussion of the Islamic perspective on
organ donation will be conducted in chapter seven of the thesis. However, other personal
factors, including facing family objection, health problems, apprehensive feelings, and

lack of information and motivation also contribute, though only as minor factors.

The study also found that a majority of the respondents (81.0%) were unaware of
procedures for becoming an organ donor. Some respondents actually wanted to register
as potential organ donors but did not know where to turn to. This suggests that, besides
having campaigns promoting the matter, the Ministry of Health of Malaysia should also
make available an easier, more straightforward system where people could easily register
and even deregister themselves if they later changed their minds. The current system
requires those interested in becoming organ donors to fill in forms which are distributed
at organ donation campaigns or are available at hospitals and the National Transplant
Registry office. The form requires personal details such as name, age, address and date of
birth to be submitted. The donor can even specify which organs they wish to donate
accordingly. Registration online through the NTR website is also available. After
registration is completed, the potential organ donor will then receive a small green
identification card which they should carry with them at all times. This card is evidence
that the bearer is a now a registered organ donor. However, although this system is good,
it might be worth further extending efforts to make the registration procedures even more
user-friendly. In the United Kingdom, for example, organ donation registration forms are
distributed even more widely as, in every application to renew driving licenses or road
tax certificates, these forms are also included. This indirectly makes people more aware
of the possibility of donating organs and allows an individual to revise their decision if
they have not decided to register as an organ donor. Online registration is also effective

as more people now prefer to do things online rather than in the ordinary manual way.
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Most important of all, the study aimed to discover the main factors causing Malaysians to
be so reluctant to become organ donors, which subsequently leads to the problem of
organ shortage. The study proved that their reluctance was mainly related to their feeling
of not being convinced about the transplantation outcome, including having doubts and
worries about their health and safety. The study showed that 44.5% were willing to
change their minds if they could be assured of their health and safety during and after the
transplantation procedures. Although this should not be referred to as guaranteeing life,
which is indeed beyond our control as humans, the potential donors must at least be
convinced that, with the existing system, all means and efforts have been taken to ensure
that the transplant procedures are safe, while all potential risks that might be involved are
also minimised as much as possible. It is suggested that assurances about their safety and
health should also include close monitoring and follow-ups after the operation procedure
which not only focus on their health status but also on their social welfare and quality of
life.

Similar findings also resulted from a study within a Turkish community which looked
into the public’s attitude towards organ donation. It was revealed that the main reasons
for refusal were also due to insufficiency of knowledge about transplantation and
misinformation regarding the organ donation process*’®. This exactly supports the
findings of this study. A different study, conducted with university students in China,
showed that 86.9% were worried about death resulting from the surgical donation
procedure, 93.1% were worried about a lower post-operative quality of life and, lastly,
93.3% were concerned about post-operative complications*”’. All these are possible
negative impacts that might result from each transplant procedure; thus these risks must
be minimised to prevent people experiencing fear and reluctance to become organ
donors. The researcher believes that these fears are naturally common though they must

be dealt with effectively. People must be reassured that these risks can be reduced to a
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very minimal percentage and that their welfare will still be made a priority even after the

organ donation procedure has been completed.

The National Transplant Registry of Malaysia (NTR) should work hand in hand with
public and private hospitals to disseminate more information and knowledge on the
transplant procedure and its outcome since fear and doubts are normally related to
insufficient information being received. It is also suggested that organ donation
campaigns invite organ recipients to share their personal experience, hopes and
expectancies in life. A different study, which assessed the effects of an educational
programme about organ donation delivered by ex-patients with a successfully
transplanted donor kidney in adolescents, found that the educational programme did
encourage adolescents to make a better, well-considered choice with regard to organ
donation registration*’®. However, since this feeling of fear and insecurity is more likely
in a living organ donor, this indirectly suggests that resorting to cadaver donors is the best
alternative. In other words, more action must be directed towards promoting cadaver
donors as sources organs, compared to resorting to living donors. This system is not only
more practicable but also eliminates the issue of having fear for one’s health and safety
during and after the transplantation procedures, as the donors involved are non-living
ones. The second factor causing their reluctance is the registration system itself which
they perceive as limited and not easily accessible. To attract more registered organ
donors, an easier and more user-friendly registration system must be made available to

the public at large.

Having doubts about religious stances which, according to the respondents, have not been
made clearly known to the public, was ranked in third position. It is a fact that people are
indeed very sensitive when dealing with religious perceptions; thus, all efforts must be

made to clearly set out the stance of each of these religions on organ donation although,
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generally, most religions actually allow organ donation procedures to be done for the

sake of saving others.

Surprisingly, the least cited factor in the respondents’ reluctance to register as organ
donors was the absence of incentives and rewards. In this regard, only 10 respondents
(2.1%) stated that, were incentives to be provided, they would be interested in becoming
organ donors. Providing incentives for organ donation has always been a debatable issue;
thus, in this study, the researcher also aimed to reveal what form of incentives would be
preferable, were they to be offered in Malaysia one day. All 482 respondents responded
to this, and the results showed that 57.7% agreed with it and that it is necessary to give

incentives. The remaining respondents rejected this idea.

Five options were suggested to determine what type of incentive was the most preferable.
Receiving free medical treatment from government hospitals was the most popular option
nominated. Medical treatment here refers to all types of medical procedures including
consultation and medication supply. It is not limited just to organ transplantation
procedures. This notion was supported by a majority of 314 respondents, representing
68.4% of the total respondents. The second most preferable form of incentive was money
or receiving certain valuable rewards. This was supported by 17.2 %, while only 7.2%
preferred to have incentives in the form of tax exemptions. The remaining 7.2%
suggested the incentive of free medical treatment should be extended to their family
members, while a few rejected any incentive in any form at all. They were adamant that
organ transplantation is an altruistic act; thus no material reward should be expected from
it. The researcher supports the group that favours incentives although personally agrees

that organ donation should still be based on altruistic intentions.

Those against the idea of incentives argue that organs are priceless and therefore must not
be sold. No amount of money is comparable to any part of the human organs. Besides,

donations should emanate from altruistic motives*’®. There is also a possibility that rich,

¥ Ona, E.T. ‘Compensated Living Non-related Organ Donation: An Asian Perspective’ (2000) 32
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more powerful people will start taking advantage of the poor who desperately need
money. Although the above factors are obviously true, the fact that altruism has failed to
supply sufficient organs and that the donor faces huge risks from the donation should also
be considered. However, the researcher disagrees with the notion that incentives are
equivalent to payment for organs. An incentive is more an appreciation of the sufferings

and trouble the donor has willingly taken on to help the recipient.

On the other hand, payment for organs occurs when these organs are actually sold, for a
certain agreed price. An incentive is more like a way of saying thank you, expressing
gratitude and trying to soothe the donor during his/her hard times, especially while
healing after the transplantation. This procedure might not be necessary or practical in
developed countries of the West, including Australia, Japan and Singapore, where the
government provides subsidies and support for dialysis and transplant procedures;
however, for most developing Asian countries such as the Philippines*®® and Malaysia,
where most of the patients must bear the cost of dialysis or transplantation from their own
pockets, these incentives would really help ease their financial burden and suffering.
Thus, if incentives were allowed, they would not only increase the numbers of those
willing to donate organs, but at the same time would also provide compensation as
appreciation for their willingness to do so. Both parties would definitely be happier and
feel contented. However, allowing this might also raise arguments on how to clearly
differentiate between payment for organs sold and incentives given for organs received.
There may not be clear distinctions between the two, although the researcher believes
that, in cases where organs are sold, there would definitely be elements of profit
involved, as the price of the organs would be negotiated and bargained for before the
actual transplantation procedure even takes place. In contrast to incentives, the amount
would be as much as the organ receiver is willing to give. In other words, the amount is
not fixed compulsorily before the transplantation procedure takes place but depends on

the generosity of the recipient himself.
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This research is further supported by a study conducted with 434 university students in
China to understand their knowledge of and attitude towards living organ donation.
48.0% preferred partial compensation for donation as opposed to a fully free, voluntary
approach. Only a few were willing to donate under legal coercion or as part of the organ
trade. This suggests that organ donation is not entirely motivated by altruism, and people
do have an aversion to coerced participation*®. So, the above discussion indicates that
providing incentives might be a practical solution to encourage more people to consider
donating their organs to those in need. The incentive need not be equal to the value of the
organ given as organs are indeed invaluable, but it should be at least sufficient to cover

the medical expenses and sufferings of the donor himself and his family.

Another related issue is how to ensure that incentives are given for organs taken. This
issue is more obvious in cases involving cadaver donors since the donor is no longer
alive. Compared to living donor cases, the incentive could be given immediately after the
transplantation procedures have been carried out, whatever the outcome of the transplant
procedure. Alternatively, incentives could be paid to the deceased donor’s family.
Usually, the government would help the donating families financially in addition to
recognition and benefits, such as funeral expenses and transportation of the body*.
Nevertheless, an even bigger challenge is to change the minds of the 88 respondents
(18.3%) who strongly claimed that nothing could ever change their decision to refuse to

become organ donors.

The findings of the study also show that Malaysians would be willing to allow the
government to take their organs if they had no chance of survival, after being involved in
a serious road accident. A percentage of 55.6% agreed with the notion, although the
remaining 44.4% were against it. One can imagine how many potential organs could be
retrieved by implementing the above suggestion given that 77.2% of the respondents

possessed driving licenses and are on the road daily. However, it is interesting to discover
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that a large majority of 88.0%, representing 424 respondents, wanted their families to be
consulted first before any organ-harvesting took place at all. A detailed discussion on this
suggestion is included in chapter six of the thesis. Nevertheless, this reflects the attitude
of Malaysians, who regard family institutions as important elements in life; thus, they
always return to them for reference and support. Nevertheless, the study also revealed
that this does not in any way mean that families should be more authoritative than the
individual him/herself. Regarding the issue of whether families should be allowed to
override the decision to donate organs, more than half of the respondents (54.4 %) did not
agree with this practice. Only 45.6% still preferred their families to be allowed to veto
their decision. These results show that, despite the importance of referring the matter to
their families, this does not extend to having families override their prior decision to
donate organs. Indirectly, this shows that there is positive support and approval for
possible amendment of the existing Human Tissues Act 1974, which still allows close

family members to override existing decisions made by the deceased.

Finally, at the end of the study, the respondents were asked about their preferences were
the existing opting-in system to be changed to the opting-out system. From the results of
the study, it showed that there is an equal view on whether to accept this suggestion or
not. 180 respondents rejected the suggestion, 172 respondents were prepared to accept the
change and 130 were undecided. This result could be interpreted as a total split between
those in favour and those against the idea of changing to opting out. The remaining 130
respondents, who did not specify their preference, could be interpreted as representing the
group lacking information on the systems available. This shows that information on the
matter must be disseminated clearly so that they too can decide and contribute to the
debate, helping to produce a clearer result.
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4.6 CONCLUSION

The results obtained from this study suggest that there is still a lot to be done to improve
organ donation in Malaysia. These results are indicators representing the entire public
perspective on the matter. As factors such as consent, family rejection, incentives and
others are very much related to improving the overall situation, they cannot simply be put
aside and will be addressed specifically in the subsequent chapters. Hopefully, the results
of this study will also contribute in helping plan the next steps necessary to solve the

organ shortage in Malaysia.
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CHAPTERS

CADAVERIC ORGAN DONATION AS THE BEST POSSIBLE SOLUTION

INTRODUCTION

The organ shortage problem remains unresolved, as the search for potential organs
continues. Fortunately, people now realize that the supply of these much-needed human
organs could obviously come from both living and cadaveric donors. However, cadaveric
organ donation often remains underutilized due to continuing debates in the medical
community, particularly on the concept of brain death, and insufficient awareness among

the lay public*®®

about its potential to become a solution for organ shortage problems.
Besides that, cultural and social factors, especially family relations and filial obligations,
have also negatively influenced cadaveric donations. Therefore, this chapter will
highlight the possibility of utilizing cadaveric organ donations as a solution to the organ
shortage problem while looking into the advantages it offers compared to living
donations. A discussion on the concept of brain death is included as misunderstandings
about it have often affected people’s willingness to allow cadaveric organ donations to
take place. The chapter will also ask whether the authority to decide on organ donation
should be passed to others, besides the individual him/herself, particularly when the
deceased had left no clear wishes about it. Finally, a discussion justifying why the

“opting out” system 1s not yet suitable for Malaysia is included.

5.1 CADAVERIC DONATIONS AS THE SUPPLY FOR THE NEEDED
ORGANS

Cadaveric donations can be classified into two types: ‘controlled’ and ‘uncontrolled’
donations. ‘Controlled’ cadaver donations involve organs taken from patients with
irreversible fatal brain injuries who are on life-supporting treatment which is later

withdrawn in a controlled manner. This normally takes place in an intensive care or high
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dependency setting in the hospital and is also known as heart-beating donation®®*.
Conversely, ‘uncontrolled’ cadaver donation or non-heart-beating donation involves the
use of organs from patients who are already confirmed to be dead on arrival in
emergency departments or those who have failed to respond to cardiopulmonary
resuscitation within the hospital*®. Nevertheless, in both categories, the organs are still
generally suitable for transplantation purposes although different organs do have different

durabilities.

Despite the use of live donation, by far the most fruitful source of organs is from people

who have died*®®

. If organs could be taken from more cadaveric donors, definitely many
more lives could be saved, as potential cadaver donors are widely available. Every day,
plenty of death cases are reported, caused by road traffic accidents. According to Lee
Lam Thye, Chairman of the Public Awareness for Organ Donation Committee of
Malaysia, were the necessary action to be taken, these essential cadaveric organs could
potentially be donated and utilised as possible organ resources and contribute towards
solving organ shortage problems®’. This is the reason why effective and practical steps
must be taken immediately to make use of these valuable resources which, to this day, are
being frustratingly wasted. In Malaysia, cadaveric donations are recognised and there is
much support for this alternative, as shown in the recent study conducted*®. Results
positively show that 45.0% of the respondents preferred donating organs after death and
41.5% are willing to donate organs both during their lifetime and after death. Only a
small percentage of 13.5% opted to become living donors. These results optimistically
demonstrate support for cadaveric organ donation rather than live donations. Indirectly, it

can be perceived that, with the help of aggressive promotion and support to boost

4 Andy R Weale and Paul A Lear, ‘Organ Transplantation and the Human Tissue Act’, (2007) 83
Postgrad Med J, 141-142.

i,

%% Sheila A.M.McLean and Laura Williamson, Xenotranplantation Law And Ethics, (Ashgate Publishing
Limited, Aldershot, 2005), p.6

%87 Jade Chan, Organ Donation a Gift of Life, 31 July 2009, The Star Online, http://www.thestar.com.my,
viewed on 20 October 2010

%88 Results obtained from an empirical study by the researcher relating to the organ shortage problems in
Malaysia conducted from December 2007 until February 2008. The study took place in Klang Valleys
specifically in Kuala Lumpur and the district of Hulu Langat. Detailed results of the study are further
elaborated and discussed in chapter 4 of the thesis.

117


http://www.thestar.com.my/

cadaveric donations, more potential organs could be generated from this source in the
near future and perhaps one day could be incorporated as part of Malaysia’s public policy

in promoting organ donation activities.

5.2 ADVANTAGES OF RESORTING TO CADAVER DONATIONS

The use of cadaveric organs for organ donation purposes should be considered by society
as a potential promise of its own future health®®®. This is because it allows potential
organs to be shared while providing a chance of life for everybody in need of them*®.
Resorting to cadaveric donors offers no risk for the deceased donor*®!, whereas living
donors risk their own health through the act of donation®®’. This explains why some
people feel reluctant to become living donors, and why those who donate are normally
motivated by prudential reasons such as shared interests, or by a sense of obligation
grounded in emotional relations**®. Apparently, a lot of living donations are between
spouses, siblings, parents and children and sometimes between intimate friends**.
However, related donors are not always available or may simply not exist. The intended
recipient may have no close surviving relatives, or they may be too old, too young or too
frail to undergo the organ donation surgery*®. There are cases where they are simply not
willing to make the sacrifice requested. So, in these particular cases, by resorting to
cadaveric donations, all these troubles could be avoided, and the problem immediately
solved. Moreover, people are more inclined to accept organs from unrelated living
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donors, as this practice can save the patient’s life all the same™". Moreover, there is a

view that, once the deceased has already died, logically his/her body will experience no
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pain nor suffer any violation of integrity from the donation procedures®’. So, there is no
issue surrounding the vitality of the donor and the concern is focused solely on the
authorisation to remove the organs*®®. Therefore, it is essential to consider more urgent
concerns and save precious lives, rather than extending control over matters where the
good of others should be the predominant concern®®®. So, while the persisting interests of
the deceased and the wishes of the next of kin should be respected, the interests of living
persons must also be protected to prevent them from continuous suffering, and their

families need not be bereaved for want of donor organs®®.

Consequently, when living donors are resorted to, it is not a complication-free
procedure®*. Both the donor and recipient are exposed to common harm and risks
following any medical procedure, such as pain and infections; however, the mortality rate
associated with surgery on live donors is relatively low®?. Nevertheless, the risks
associated with the donation of different types of organs by living donors actually differ
according to the type of organ donated. For instance, the risks associated with living-
donor liver lobe transplantation are greater than those associated with living donor kidney

transplantation®® .

Nevertheless, the general rule applicable is still the dead donor rule, which is a universal
and central element of moral and legal frameworks relating to organ procurement, where

patients must not be killed by the removal of organs®®. So, patients must be declared
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dead before the removal of any vital organs for donation>. Although there are situations
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where a person may claim to have consented to such infliction, this is not an acceptable
excuse or defence. It is also not enough for a competent adult to argue that he/she has the
right to take such risks because, later, during the operation, the donor becomes a patient
him/herself°®. Therefore, one could only consent to donate a part of one’s body if such a
donation causes no appreciable harm; or, if there is at least slight harm inflicted, it must

be greatly outweighed by the resultant benefits>"’

. After all, we all have a duty to protect
the individual donor from any harm and exploitation that might arise from his/her
vulnerable position®®. Donation of the bone marrow is a good example of a procedure
well-known to be harmful, painful, and requiring hospitalisation and a general
anaesthetic; but, at the same time, the advantages are extremely beneficial for the
recipient. Due to this balance, and the fact that bone marrows are regenerative in

% this donation is regarded as both laudable and accepted as legal practice®'.

nature
Undoubtedly, excellent outcomes are reported for organ recipients from living donations,
particularly as this procedure constitutes an incremental source of kidneys®'. Kidneys
transplanted from living donors confer greater benefit than those from cadaveric donors
because they provide superior graft and better patient survival®*2. Additionally they can
prevent the need for, or at least reduce the duration of, dialysis, particularly for
individuals with end-stage renal disease, while improving their quality of life
tremendously®*®. However, although the living donor benefits emotionally, there is no
guarantee how long this feeling will last, as there is always a possibility that the
transplant might later fail. For example, the survival of grafted organs from donors in

kidney transplant recipients is not permanent, as recipients might need a second
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transplant some 20 or 30 years later®™. This is not to mention the constant risk of earlier
organ rejection and failure due to ischaemia®*® occurring during organ procurement and
transplant®'®. So, although there is a sustained emotional benefit achieved, this has to be

weighed against the long-term physiological risk posed to the living donor in particular.

Generally, any organ donation must avoid harming or putting at undue risk those who are
willing to become living donors®*’. However, any removal of the kidney from a healthy
living donor, for instance, might consequently cause the donor to develop diabetes and
end-stage renal disease as well®®, If this risk materialises, the years of high-quality life of
a person who was originally healthy are taken away when, actually, there is the
alternative of resorting to a cadaveric donor instead. Consequently, although the
recipient’s quality of life may be better for a longer period with an organ from a living
donor, the difference between the quality and quantity of life for the recipient of a kidney
from a living or cadaveric donor is not as significant as the difference between health and
disease for an individual who develops complications after making an organ donation®.
And although there might be some moral acceptability in physically harming a healthy,
living, individual to allow this person to donate an organ to another, even in emotionally
related cases, it would still be preferable for such healthy individuals to avoid takong
such risks, as there are alternative sources, especially from cadavers®?’. This has been

proved in the USA, where it was reported that 56 of 50,000 previous living kidney donors
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had been listed for transplants themselves®*. Additionally, 104 Americans on the current

transplant list had previously contributed as living organ donors?.

While retrieving organs from cadavers is obviously better than resorting to living donors
generally, one unavoidable challenge is to approach the deceased’s family and confront
their response regarding organ donation. This step provokes different reactions, either of
a positive or negative type. Nonetheless, the medical staff have no choice, as any organs
taken from cadavers for transplantation purposes must be removed quickly, soon after
death occurs. Organs can easily deteriorate and become functionless once the body ceases
breathing and stops receiving an oxygen supply. Therefore, to maximize the utility of
these cadaver organs, there is a need to minimize the time between cessation of cardiac

function and removal of the organs®*®

.This explains the reason why the family members
and relatives of the deceased, although still in shock after receiving news of the death and
grieving over it, are nevertheless approached for consent and agreement for the removal
of the deceased’s organs. In most situations, the grieving family might feel offended and
subsequently respond by denying consent for organ donation to take place. However,
families must be encouraged to discuss organ donation, particularly to facilitate in

respecting the deceased’s wishes®*.

In the absence of a known decision from the deceased, health professionals should be
aware of their responsibility to discuss the issue with the family®*®. Therefore, to make
this process easier, family members must comprehend the related concept of brainstem
death®® to help them decide on the possibility of donating the deceased organs to others.

Having said this, it is duly essential for family members to be approached at the right

521 Brown RS Jr, Russo MW, Lai M, et al, ‘A Survey of Liver Transplantation From Living Adult Donors
in the United States’, (2003), 348 N Engl J Med, 818-825

522 Davis C, ‘Living Kidney Donation: Controversies and Realities; Donor Risks’ in Program and Abstracts
of the American Transplant Congress, May 21-25, 2005, Seattle, Washington, Mount Laural: American
Transplant Congress, 2005.

%23 Jerry Menikoff, ‘The Importance of Being Dead: Non-Heart-Beating Organ Donation’, (2002) Issues in
Law & Medicine, Volume 18, Number 1, p.13

%24 Irene Carey and Karen Forbes, ‘The Experiences of Donor Families in the Hospice’, (2003) 17
Palliative Medicine, 241-247, p.241

2 |pid

526 Arabella L Simpkin, Laura C Robertson, Vicki S Barber and J Duncan Young, ‘Modifiable Factors
Influencing Relatives’ Decision To Offer Organ Donation: Systematic Review, (2009) BMJ, 338:b3911

122



time and in the right way, in order to ensure many more organ donation procedures are
consented to. According to Simpkin and colleagues, just by modifying the process of
requesting consent, the organ donation rate could possibly increase®”’. They suggested
that the request for organ donation be made separately from the notification of death,
including making the request in a private setting®?®. Additionally, the best person to
discuss and bring forward such organ donation issues to the family is the organ
procurement coordinator officer®®®, and a second approach should be considered if the
first attempt was not successful, as there is a possibility that people might change their
minds after some time>*°. Other challenges faced in realising cadaver donations include
poor organisation, apathy, bureaucracy, inadequate laws, uninterested politicians, doctors
being busy with other matters, and uncomfortable feelings about the concept of brain
death®®. And even though organ donation might seem to benefit the organ recipients
more than the donors, we should also take note of the major emotional and mental strains
they have experienced while waiting for any potential organs to become available,
including having to prepare for the possibility that the organ donation procedure might

even fail.

5.3 THE BRAIN DEATH CONCEPT

Traditionally, before the development of modern critical care, the diagnosis of death was
relatively straightforward as patients were considered dead when they were cold, blue
and stiff>*2. These features actually indicated cardiac death; however, later, this became
outdated as life could be prolonged through artificial ventilation®®. The new definition of
death was then referred to as the occurrence of irreversible degeneration of the brainstem.

This concept of brain death first emerged in France in 1959, when a group of
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neurosurgeons described a condition of persistent apnoeic coma, absent brainstem and
tendon reflexes and an electrically silent brain as the death of the central nervous
system®*. At this point, the patients looked like cadavers although a regular pulse
continued as long as the ventilation machine was still connected. They advocated that
should this condition persist for 18 to 24 hours, it would warrant disconnection from the

ventilator®®®,

Later in the same year, two Parisian neurologists, Mollaret and Goulon, managed to
further classify a more comprehensive set of criteria of massive irreversible coma which
included conditions such as irreversible loss of the capacity to breathe and respond to
external stimuli, inability to cope with one’s internal milieu including being
poikilothermic, having diabetes insipidus and being unable to sustain one’s own blood
pressure®*®. This term ‘irreversible coma’ is actually equivalent to the term ‘brain death’
used nowadays. Later, in 1968, the Ad Hoc Committee of the Harvard Medical School to
Examine the Definition of Brain Death, chaired by Henry Beecher, published the Harvard
Criteria for Brain Death which included the following:

1) absence of cerebral responsiveness;

2) absence of induced or spontaneous movement;

3) absence of spontaneous respiration;

4) absence of brainstem and deep tendon reflexes®®’.
This committee reported that there were two main reasons for the need to provide specific
definitions of brain death. The first was related to improvements in resuscitative and
supportive measures, causing medical staff to increase their efforts on behalf of those
severely injured especially when the heart continues to beat but the brain is irreversibly
damaged; the second triggering factor was the need to avoid any controversies in

obtaining organs for transplantation®%®.
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To this day, the concept of brain death has served us well and has been the ethical and
legal justification for thousands of lifesaving donations and transplantations®®. The
medical criteria for identifying brainstem death® are indeed well-established and there
are certain guidelines for the certification of death by brainstem testing. The commonest
causes of brainstem death are brain injury and cerebral haemorrhage, usually occurring
unexpectedly in young, healthy individuals with no premorbid symptoms>*, and which
are mostly found in road traffic accident victims®*. There is often no external sign of
injury and, although the brainstem is dead, the patient is warm and pink due to inotropes
and warming devices, and the chest rises and falls due to artificial ventilation®*. In some
places, there are even monitors available showing images of the heart beating*.
Therefore, to a casual observer, these patients seem very much alive and look just like

patients who are receiving long-term artificial ventilation and are asleep®**.

According to the Intensive Care Society document, brainstem death is diagnosed in three
stages. First, it must be established that the patient had suffered an event of known cause
resulting in irreversible brain damage with apnoeic coma, i.e. the patient is deeply
unconscious and mechanically ventilated with no spontaneous respiratory movement.
Second, there are no reversible causes of coma; and, finally, a set of bedside clinical tests

of brainstem function are also taken to further confirm the diagnosis of brainstem
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death®®. These criteria for the diagnosis of brainstem death have also been adopted by
the courts in England and Northern Ireland for the certification of death®’. They have

also been recognised worldwide>*®

and are implemented widely in organ donation
activities and family directives®. However, there are still disagreements over this way of
defining and confirming death which replaces the traditional process of establishing that

there is no heartbeat and that breathing has stopped®®.

Some extreme groups argue that the definition of death should even be extended to
encompass those persons in a state of cognitive death or upper brain death which would
include persons in a persistent vegetative state being recognised as “dead” too”*. The
guidelines for the definition of death provided by the Department of Health, London, in
1998, laid down that death occurs when there is irreversible loss of the capacity to
breathe and agreed that brainstem death is the accepted criterion to ascertain that death
has actually occurred®™2. The practice suggested is to alternatively have an isolectric
EEG, except in hypothermia and drug intoxication cases; this is deemed to be of great
confirmatory value®®®. The same test is then repeated over a period of 24 hours to

document the persistence of the condition>>*.

So, practically, a person in the state of brain death will suffer irreversible cessation of

function of the whole brain - both the “higher” brain responsible for thinking and feeling,
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and the “lower” brain responsible for maintaining the whole body’s functions such as
breathing and maintaining a constant temperature®*®. Such a person will appear to be still
breathing although that is actually because of the ventilator to which he or she is attached.
And, because of this, oxygenated blood is still circulating through the person’s body
keeping the organs healthy for some period of time even after the person has already been
declared dead. These organs are those which are suitable and useful for transplantation

purposes®*®.

According to the brain-dead theory mentioned above, numerous patients have been
diagnosed as brain-dead, although some critics still feel that these brain death criteria
were developed merely to allow vital organ donation and do not have a firm scientific or
philosophical basis®®’. Previously, in the UK, even though the Human Tissues Act 1961
did not provide for an exact definition of death, it still required the doctor removing the
parts of the body to be fully satisfied that, after personally examining the body, life had
been extinguished before any organ donation procedures could take place®®. This
literally means that the law leaves it up to the medical practitioners to decide what death
means for these purposes, since it is a complex concept and there is no certainty as to

what tests should be applied.

Later, in 2008, an updated code of practice for the diagnosis of death was released; this
provided clear scientific criteria for confirming brainstem death and death following
cardiac arrests. The Code specifies that, for a declaration of death following irreversible
cessation of brainstem functions, three things should be noted. First, the patient must no
longer be able to breathe unaided without any respiratory support along with other life-
sustaining biological interventions. Second, there is cessation of all neurological activity
in the brain, causing an absence of consciousness normally associated with human life;

and, lastly, although the body might continue to show signs of biological activity after the
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diagnosis of brainstem death, the patient actually can no longer benefit from any

supportive treatment, and legal certification of death is appropriate®>.

In the case of Re A>® the court had affirmed the application of the brainstem death test
when it was asked to decide whether a child on life support was actually considered dead.
‘A’ was a young child, just under two years of age. He was taken to hospital where he
was found to have no heartbeat and was suffering from non-accidental injuries, including
having blood on the brain. He was put on a ventilator but there were no signs of recovery
at all. The court then held that, once the accepted test establishes brainstem death, the
child is actually already dead for legal purposes and, therefore, it was considered lawful
to turn off the life support machine. In Japan, uniquely, individuals are allowed to choose
the definition of death based on their own view>®!. So, the individual may choose either
cessation of cardio-respiratory function or loss of entire brain function for their death
pronouncement. However, the choice is only available for cases where the organs are
suitable for transplantation, with the agreement of the family®®. So, the family has the
power to veto the individual’s wish to donate, although they cannot be authorised to act
as surrogate decision-makers and decide on behalf of the individual, who is in a brain-

dead state and whose organ donor card cannot be found>®.

In spite of all these disputes over the exact definition of brain death, doctors are strictly
advised to adhere to testing that does not risk further injury to the patient and that
provides an infallible conclusion®®. The official time of death is actually the same time

the diagnosis of brain death is pronounced®®. As brainstem death can be a difficult
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concept for families to understand®®

, it is important that it is clearly explained to them
that, because brain death has occurred, the patient has actually died. If the idea of organ
donation is to be subsequently suggested, it is preferable that the organ procurement team

initiate it in order to ensure accuracy, sensitivity>®’

and full clarity on the deceased’s
condition®®. Besides giving families time, understanding and explanations to help them
understand the diagnosis, there are also suggestions that appropriate diagrams, leaflets
and the patient’s CT scan be used to ensure better understanding and perhaps, if
necessary, to allow them to observe the brainstem death tests being carried out on the

patient®®

. All this effort is essential, not just because it will reduce distress to the family,
but because it will automatically facilitate more people to proceed with organ donations,
as they will be aware of the fact that recovery is impossible for that particular patient®”.
A study by Tavakoli et al. also discovered that organ donation does not have a significant
impact on the course of grief and depression among relatives of brain death cases; in fact,
it positively alleviates their grief’’". So, once the families comprehend that brain death
has occurred, and are able to consent to organ donation sooner, we might hopefully

maximise the number and quality of organs donated.

5.4 WHO HAS RIGHTS OVER THE CADAVER?

There are various views regarding the property rights over the cadaver. It remains
debatable whether the corpse can be considered as property in a legal sense or whether it
can be considered as belonging to anyone after death. Some believe that there is property
value in it, while others contend that this concept is inaccurate and morally wrong®’®. The

Common Law of England does not generally recognise property rights in corpses;
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nonetheless, certain persons, such as executors, administrators and the next of kin do
possess rights to handle the corpse for burial purposes®”. Based on this ‘no property’
rule, the English Common Law also maintains that a dead body and any biological
materials separated from it cannot be the subject of property rights unless its
characteristics have changed®’*. Therefore nobody including the next of kin or any third
party can claim proprietary rights over the corpse. It is also a general principle that a
person does not own his or her body or its individual parts, which again supports the
notion that there are no property rights in one’s body>". It is argued that, because human
dignity is closely linked to humans’ embodiment, any act of treating the body and its
parts as commodities would be equivalent to stripping the human body of its proper
dignity®’®. For some religions, such as Islam for instance, the human body is believed to

be the property of the Creator®’’

, to which it will eventually be returned after death. So,
as a person does not own his/her body, the individual is therefore not allowed to dispose
of his/her own body by damaging it through amputation or extreme punishments. This is

why Islam forbids mutilation and suicide®®

, although organ donation, in contrast, is
permissible as an act of charity, benevolence and altruism, since it functions to save the

lives of others®”.

There is another interesting issue that subsequently arises: who has the authority to
decide what will happen to the cadaver and its organs upon death? While still alive,
undoubtedly each individual has authority over his or her body which includes having the
right to determine what is done to it. Section 3(2) of the Human Tissue Act 2004 in the

UK clearly states that, for a living person, the “appropriate consent” required would be
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his/her own consent. But what happens if a person dies without leaving any express
wishes on what should be done with the body? Is it acceptable to allow anybody else to
have that authority to decide on behalf of the deceased, particularly on what should be
done to the deceased’s organs before burial or cremation procedures take place? It is
undeniably crucial to be clear about whose wishes could possibly determine the
procurement of cadaveric organs, as this will have a significant impact on the
procurement rate; this could be even more important than expanding the legal scope of
living wills which cover individuals® organ donation preferences®. Is it proper to allow
the next of kin or perhaps the state to proceed with organ donation even if there is no

evidence that the deceased had ever registered as a potential organ donor?

The guiding principles issued by the World Health Organisation (WHO) in 1991°% state
that organs may be removed from the body of a dead person if:

a) any consents required by law are obtained; and

b) there is no reason to believe that, in the absence of any formal consent given

during life, the dead person would have objected to such removal.

If the above conditions are satisfied, it would obviously mean that, as long as consent is
obtained legally, which does not necessarily need to be from the deceased him/herself
during his/her lifetime, and as long as there is no sign or indication of such an objection
from the deceased during his/her lifetime to his/her organs being removed and used, it

would be possible for the deceased’s organs to be transferred and donated to others.

Most countries legally permit removal of organs from the cadaver of a person who made
known his/her wish to donate while alive®®. However, the fact that not many people
make the effort to do so might be the reason why some countries legally allow consent to
be sought from relatives as an alternative. Moreover, considering the fact that most

potential donors will have spent some time in the hospital’s Intensive Care Unit before
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death is pronounced, their relatives would seem to be the most suitable persons to be
approached in seeking consent to remove the deceased’s organs for donation. The fact
that they are the ones present when the life support machine is removed makes them

accessible and approachable for consent t00>®*,

Previously in the UK, under the Human Tissue Act 1961, removal of organs for
transplant could only be authorized if, firstly, the deceased person had clearly requested
that his/her organs be used for transplant, for example, by carrying an organ donor card,
or having registered with the organ donation registry. Secondly, in cases where the
deceased had not clearly made any such request for his/her organs to be taken, the person
lawfully in possession of the body had the authority to allow organ removal, after having
made as reasonable an enquiry as was practicable and being satisfied that there was no
reason to believe that the deceased had expressed any objections towards transplantation
or that there were any objections from the surviving spouse or relative. Now, under the
new Human Tissue Act 2004, the issue of consent is still given priority as, from the very
start, section 1 clearly states that no organ can be taken without ‘appropriate consent’.
However, by virtue of this new Act, appropriate consent for adult donors can now be
obtained through three different channels instead of only two previously. First, consent
should be sought primarily from the deceased him/herself during his/her lifetime>®* which
could obviously be manifested by the carrying of a donor card or being registered on the
organ donor register. Secondly, consent could be sought from a person or persons
appointed by the deceased under section 4 to deal with his/her affairs post mortem>®°.
Section 4 enables an individual to give a proxy decision-making power to another person
to decide on their behalf and to further use their material after death. Section 4(1) states

that an adult may appoint one or more persons to represent him/her after his/her death,
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(a) if a decision of his to consent to the activity, or a decision of his not to consent to it, was in force
immediately before he died, his consent;”

% Section 3 (6) (b) (ii)

“he has appointed a person or persons under section 4 to deal after his death with the issue of consent in
relation to the activity, consent given under the appointment,;”
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including in transplantation matters as listed in section 1. This appointment may be made
general or limited to certain activities as specified in the appointment®®® and the
appointment can be made either orally or in writing®®". If an oral appointment is made, it
will only be treated as valid if it was made in the presence of at least two witnesses who

are present at the same time>®®

. Appointments made in written form, will be deemed valid
if they have the signature of the person making it in the presence of at least one witness
who attests to the signature®®. However, in cases where two or more persons are
appointed, they shall be regarded as appointed to act jointly and severally unless the
appointment provides that they are appointed to act jointly®®. And, lastly, if neither of the
two groups above is available, the consent of a person who stood in a qualifying
relationship with the deceased immediately before he/she died would be sufficient®. So,
in cases where the deceased person had not given their consent and had not nominated
someone to give proxy consent, or under sections 3(7) and 3(8) where their nominee is
unable to consent, or ‘it is not reasonably practicable to communicate with their nominee

within the time available’, consent can be alternatively sought from someone in a

qualifying relationship.

Qualifying relationships are defined in section 27(4) and are ranked accordingly. The full

hierarchy is as follows:

%8 Section 4(2) Human Tissue Act 2004

“An appointment under this section may be general or limited to consent in relation to such one or more
activities as may be specified in the appointment”

%87 Section 4(3) Human Tissue Act 2004

“An appointment under this section may be made orally or in writing”

%88 Section 4(4) Human Tissue Act 2004

“An oral appointment under this section is only valid if made in the presence of at least two witnesses
present at the same time”

>% Section 4(5) (a) Human Tissue Act 2004

“A written appointment under this section is only valid if-

(a) it is signed by the person making it in the presence of at least one witness who attests the signature,”
% gection 4(6) Human Tissue Act 2004

“Where a person appoints two or more persons under this section in relation to the same activity, they shall
be regarded as appointed to act jointly and severally unless the appointment provides that they are
appointed to act jointly.”

1 gection 3(6) (c) Human Tissue Act 2004

“if neither paragraph (a) nor paragraph (b) applies, the consent of a person who stood in a qualifying
relationship to him immediately before he died.”
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a) spouse or partner (including civil or same-sex partner);>%

b) parent or child (in this context a ‘child’ can be any age);

c) brother or sister;

d) grandparent or grandchild;

e) niece or nephew;

f) stepfather or stepmother;

g) half-brother or half-sister;

h) friend of long standing.

Consent should be obtained from the person ranked highest>®. For relationships that are
listed together, for instance ‘brother and sister’, both are accorded equal status in ranking.
Hence, it is sufficient to obtain consent from just one of them®®. The same rule applies if
there are two or more persons who are ranked of equal status in relation to the deceased -
similarly, it is sufficient to obtain consent from any of them. Therefore, if the deceased

had several children, the consent of only one child is required®®.

In circumstances where the highest-ranked person in the qualifying relationship does not
wish to deal with the issue of consent, or is not able to do so due to lack of capacity, or is
not contactable, the principles applied to the ranking of qualifying relationships can be
waived and the next person in the ranking should be approached®® because organs must
be retrieved as quickly as possible after death occurs. One unique provision of the 2004
Act is to extend the opportunity for the decision to be made by a preferred decision-
maker, such as a close friend, rather than being limited solely to family members who
might have become alienated from the deceased individual. Although, at a glance, this
arrangement seems very systematic and organised, David Price had doubts over the

correctness of the arrangement of ranks laid down in the hierarchy. He added that,

%92 Section 54(9) states for these purposes a person is another person’s partner if the two of them (whether
of different sexes or the same sex) live as partners in an enduring family relationship.

“The following are qualifying relationships for the purpose of this Act, spouse, partner, parent, child,
brother, sister, grandparent, grandchild, child of a brother or sister, stepfather, stepmother, half-brother,
half-sister and friend of long standing.”

%% paragraph 54 Human Tissue Authority Code of Practice-Consent. Code 1 July 2006

% Ibid Paragraph 55,

%% |bid, Paragraph 56

%% |bid, Paragraph 57
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although it is understood and justified that requiring the consent of all or a majority
would be impossible and unworkable, by virtue of this Act, once the consent of one
qualifying relative has been given, no-one of a lesser ‘rank’ nor anyone of the same rank
can veto that consent®’. This might result in some practical difficulties and there might
be a need for a system to record a person’s objections to the taking and using of the
organs after death, because one relative who objects on the basis of personal knowledge
about the individual’s reservations might be ‘overruled’ by another consenting relative of
the same or a higher class®®. It is also argued that giving relatives and close friends any
say over what should happen to a person’s body after his death is actually inconsistent

with the now-dominant principle of patient autonomy®®.

It is questionable that a family member who has absolutely no say over a person’s
medical treatment during his/her life should be able, in practice, to make decisions about
whether or not to donate his/her (the deceased’s) organs. However, if consideration is
given more towards ensuring the emotional stability of the surviving family members, it
might be possible to argue that, in organ donation matters, it is indeed the families that
make the greatest sacrifice when organs are taken from the dead body, not the deceased
him/herself®®. “They must usually come to terms with the fact that someone dear to them
has been transformed, in the space of a few hours, and often through a violent encounter,
from a healthy individual into an irrevocable damaged entity, suspended between life and
death”®®. Comparatively, the position in Malaysia is totally different. The Human
Tissues Act 1974 under section 2(1) provides as follows:

“If any person, either in writing at any time or orally in the presence of two or more
witnesses during his last illness, has expressed a request that his body or any specified
part of his body be used after his death for therapeutic purposes, or for purposes of

medical education or research, the person lawfully in possession of his body after his

97 The Human Tissue Act 2004, (2005) 68 Modern Law Review, 798-821

%% David Price, ‘The Human Tissue Act 2004°, (2005) 68 Modern Law Review 798-821

%% Emily Jackson. Medical Law Text, Cases, and Materials, (Oxford, Oxford University Press, 2006)
p.711.

%90 Margaret Lock, Twice Dead: Organ Transplants and Reinvention of Death ( University of California
Press Berkeley, 2002) p.373.

80 Ipid
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death may, unless he has reason to believe that the request was subsequently withdrawn,
authorize the removal from the body of any part or, as the case may be, the specified
part, for use in accordance with the request.”

The above section clearly mentions how consent can be given by the individual
him/herself in deciding whether or not to become an organ donor. This consent can be
expressed at any time during his/her lifetime in writing or orally. If the consent is made
orally, the presence of two or more witnesses during his/her last illness is necessary. It is
also up to that particular individual alone to decide whether to donate their whole body or
only specific parts of the body and for either therapeutic, medical education or research

purposes.

Once the death of the individual occurs, the person lawfully in possession of the body
may authorize the removal from the body of any part or the specified part as requested
unless there is any reason to believe that the individual’s consent had been subsequently
withdrawn or any objections for such removal had been expressed by the deceased
himself during his/her lifetime or by his/her surviving spouse or any surviving next of
kin. Therefore, the person lawfully possessing the deceased body is only consulted as a
proxy for the deceased donor, and is not making an independent judgement®®. The
following subsection lists the powers provided to the person ‘lawfully in possession’ of
the deceased body. Section 2(2) of the Human Tissues Act 1974 states:

“Without prejudice to the foregoing subsection, the person lawfully in possession of the
body of a deceased person may authorize the removal of any part of the said body for use
for the purpose aforesaid if, having made such reasonable enquiry as may be practicable
he has no reason to believe-

a) that the deceased had expressed an objection to his body being so dealt with after his
death; or

b) that the surviving spouse or any surviving next- of- kin of the deceased objects to the

body being so dealt with.

%92 George Galea and D Pegg, ‘The Ethics of Donation: Changes Are Necessary and Soon’, (2003), The
Lancet, Vol 362, September 20, www.thelancet.com.
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3) No authorisation shall be given under this section in respect of any body by a person
entrusted with the body for the purpose only of'its internment or cremation.”

The above subsection authorizes the ‘person lawfully in possession’ of the deceased body
to remove any part or parts of the deceased body according to the deceased’s prior
express request, provided that there are no express retractions or objections made by the
deceased him/herself afterwards or that there are no objections from any surviving spouse
or next of kin of the deceased either. Also by virtue of this subsection, dominant power is
allocated to surviving relatives to oppose and overrule any existing wishes made by the
deceased relating to his/her body. However, if the ‘person lawfully in possession’ is
entrusted only with dealing with matters related to the internment and cremation of the
deceased body, he/she does not have power to authorise or initiate any removal of the

body parts through his/her own wishes.

Although the 1974 Act seems to allow only the particular individual himself to decide on
organ donation matters, the National Organ, Tissue and Cell Transplantation Policy
released in June 2007 has clearly extended the decision-making power to include the next
of kin of the deceased. In paragraph 6.3.7 it states:

“Consent for donation can be obtained either from the deceased’s expressed wish made
through the organ and/or tissue donor pledge card and/or from the next of kin.”

This development clearly shows the expansion of power provided in our efforts to obtain
as many organs as possible to solve the organ shortage problem. Perhaps, with the
expansion of the authority to decide, so as to include close relatives deciding on behalf of
the deceased, more organ donations could take place. However, the changes have not
gone to the extent of allowing close friends to decide as well, as practised in the UK.
Nonetheless, in all situations, the element of consent has never been set aside and has
always been a required priority in all cases as portrayed in the 1974 Act and the recent

2007 policy.

Although some people might prefer the disposal of their body and decision on removal of
its body parts to be left to their surviving close relatives, or even extended to their close

friends, the researcher, to the contrary, would prefer the individual to have full authority
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to decide what should happen to his/her cadaver body and its body parts. So, if the
deceased had not registered as an organ donor and had failed to tell anyone of their wish
to do so, this should give rise to the conclusion that the deceased person was not in favour
of organ donation®?. The researcher finds it quite disturbing to accept the fact that
surviving, close relatives are legally allowed to decide on organ donation matters on
behalf of the deceased when the deceased had not taken any initiative at all to do so,
throughout his/her lifetime. There is a possibility that the reason why the deceased
remained silent about their wishes was that they had never intended to become an organ
donor in the first place; so, as this idea of donating organs had never been considered,
how could we expect this wish to be shared with others? Therefore, the researcher prefers
to maintain the liberty that it is upon each individual to have full power and authority
over his/her own body in order to decide what is best for him/her during his/her lifetime
and after death. Whether or not his/her organs should be donated is exclusively a private
matter that must be decided by that particular person alone, unless any representatives

have been officially appointed to act on his/her behalf.

Analogically, when a person is still alive, their views are respected and they are given full
freedom to consent, choose and decide in matters relating to their own wellbeing, so why
should we disrespect their wishes and beliefs once they have died, even though they are
still the topic under discussion, particularly on what will happen to their own body after
their death? Therefore, the involvement of relatives in organ donation matters should
only be superficial, which includes being informed and notified before any organs are
removed from the deceased’s body for organ donation purposes, particularly in cases
where the deceased had clearly expressed their intentions to donate organs. Nevertheless,
this should not be taken to the extent of allowing them to interfere and decide on
something that might never have been intended by the deceased during their lifetime. The
consent of a competent person should carry full and binding authority for the removal of

organs for donation®®. “Full” would mean that, if someone has consented to donate

803 Tymstra TJ, Heyink JW, Pruim J and Sloof MJH, ‘Experience of Bereaved Relatives Who granted or
Refused Permission for Organ Donation’, (1992) Family Practice, Vol.9, No.2, 141-144, p.143.

%04 Eike-Henner Kluge, ‘Decisions About Organ Donation Should Rest With Potential Donors, Not Next of
Kin’, (1997) 157 Can Med Assoc, 160-160, p.160
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organs, no-one else needs to be asked for permission to remove them®”; “binding” would
mean that no-one else may overrule the consent of the donor and substitute his or her own

wishes®®,

According to the Chairman of the National Fatwa Council of Malaysia, Abdul Shukor Hj.
Hussein, it is the individual person him/herself who has the most rights to decide the
whereabouts of his/her body during his/her lifetime and after death.®®” However, it is
preferable that, only in cases where both individual instructions and family members are
unavailable would it then be fair and acceptable to automatically shift the right of control
over the cadaver to the state. So, here, the state will act as the deceased’s representative
and subsequently decide who may benefit from the organ donation®®®. However, it is
advised that the state only be allowed to decide upon and take the organs if the situation
is extremely urgent, justifying its decision to do so. And because consent is totally
significant in any organ donation procedure, the researcher disagrees with the concept of
mandatory cadaver organ procurement, where viable organs from recently deceased
patients will be mandatorily procured, despite any protests from the patient before death,
or his/her family®®. Procuring organs through this system will definitely eliminate the
spirit of donating, as it is coercive in nature and overrides the patient’s or the family’s
autonomy. So, as organ donation is considered a noble and generous act, it must

definitely be free from such harshness and compulsion.

The same restrictions should also apply to situations where families are allowed to
overrule decisions that have already been made by the deceased during his/her lifetime.
For example, if the deceased had already registered as an organ donor during his/her
lifetime the family consequently must no longer be allowed to overrule this decision. If
families are still allowed to do so, it seems that we are committing an injustice and

disrespecting the deceased’s decision and wishes. The researcher completely agrees with

895 Ipid

806 I

%7 Interview on 13". February 2009, 4.30pm at University Science Islam Malaysia.

%% Emson. H.E, ¢ It Is Immoral To Require Consent For Cadaver Organ Donation’, (2003) 29 Journal
Medical Ethics, 125-127

9Thomas D. Harter, ‘Overcoming The Organ Shortage : Failing Means and Radical Reform’, (2008) HEC
Forum 20 (2), 155-182, p.156
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Ferguson, who argues that, since we can give out all our goods to whomever we specify
after death, and there is no involvement of the family or anyone else in doing so, why
should we now allow our family the entitlement to deny our wishes to donate our own
organs®'%? Therefore, any interference by the relatives and next of kin on organ donation

matters involving cadavers should be revised and, preferably, terminated.

Perhaps some might consequently argue that, by revoking the power and authority given
to these relatives, the problem of organ shortage would become more serious and
threatening, as fewer organs would be procured. Indeed, that prediction might come true;
however, if all sane persons attaining the age of majority are provided with a wider
opportunity to register as organ donors continuously, this might balance the situation. For
example, when a person is asked whether they would like to become an organ donor each
and every time they intend to renew their driving license or receive medical treatment at
clinics, this would indirectly have an impact on their way of thinking and their
perceptions of organ donation. Although they might not register as an organ donor
immediately, they would at least be given the chance to gain awareness about organ
donation activities taking place, ask questions if they have any doubts about it and
appreciate the opportunity they have to help save other people’s lives. At least organ
donation would not be such an alien matter for them and they would be able to see the
benefits of registering as an organ donor. And later, if they eventually decide to become
one, they must be provided with all the assistance and facilities to do so, within a pleasant
and simple registration system. However, if they decide to refuse such commitments, we
must respect their wishes and never let anybody else override their decision by allowing
others to decide on their behalf. Perhaps it would be sounder to assume that those who
have not registered themselves are to be treated as persons not willing to donate organs
and no other person should have equivalent authority to decide for them, unless they have

formally appointed a representative to manage their affairs post mortem.

819 Colin Ferguson, ‘Shouldn’t Be a Family Affair’, (2009) BMJ, 338:b2011
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Nonetheless, informing the deceased’s family about the intention to donate organs is
important to ensure a successful donation taking place later®. In so doing, this reflects
the importance of family ties and shows respect to our loved ones. Moreover, informing
our families about our wish to become an organ donor will indirectly make things easier,
especially when the actual time comes to procure the organs. This is because they are
already aware of the deceased’s wishes and are emotionally prepared to have the organ
donation procedures take place accordingly. All this will definitely simplify the
management of the deceased’s body. Additionally, these cadaveric donations must also
be made non-directed. They must maintain their anonymity to ensure fairness to

everybody and build up the public’s trust in transplant centres®.

5.5D0O THE SICK HAVE RIGHTS OVER CADAVER ORGANS?

As mentioned earlier, the state might be granted powers to decide on behalf of the
deceased, particularly in urgent situations, so does this entail a position where the sick
could demand rights over these cadaveric organs? This might seem medically desirable,
but ethically it violates individual autonomy, and the special relation between humans

and their bodies, which renders it morally unjustifiable®*®

. Allowing this would indirectly
mean that those patients who are sick due to organ failure can simply demand coercive
transfer of organs by the state from those who have been declared dead even without the
deceased’s express consent while they were still alive. Applying this would also violate
something essential to humans as we are constituted by our bodies and stand in a special
relation to them, a relation that is deeply significant for the value of our lives. So, the
manner in which our bodies are treated after we die commands respect and places

deontological constraints on what others can or cannot do to our bodies®™.

811 Teresa J Shafer, ‘Improving Relatives’ Consent To Organ Donation’, (2009) BMJ; 338:b701
812 Aaron Spital, ‘Should People Who Donate A Kidney To A Stranger Be Permitted To Choose Their
Recipients? Views of The United States Public’, (2003), Vol.76, No.8, 1252-1256, p.1255
Zj Glannon, G. ‘Do the sick have a right to cadaveric organs?’ J Med Ethics 2003:29: 153-156
Ibid.
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Moreover, if the sick did have such a right, then it would result in unfair consequences,
especially for those who had expressed an interest in bodily integrity after death®®. Due
to these arguments, it is agreed that the sick should never be awarded such rights to
cadaveric organs. And even if the state should assume the authority to decide on organ
donation matters, this must only be applicable in exceptionally urgent cases where such
acts can be medically and morally justified. However, in cases where clear objections

have been made by the deceased, organ donation must never proceed.

5.6 WHY NOT PRESUMED CONSENT IN MALAYSIA?

It is now clear that cadaveric donation could possibly be the answer to organ shortage
problems; nevertheless, this does not imply that it is best achieved by applying the opting
out system as often suggested, even in Malaysia®®. Moreover, no serious action has been
taken to further foresee its potential application in Malaysia or to anticipate its acceptance
by the local people. Perhaps the fact that organs could be automatically procured after
one’s death while consent is presumed to be in existence after no objection is raised
seems interestingly suitable for fulfilling the aim of obtaining as many organs as possible.
However, although the opting-out system works successfully in some countries, it may

not necessarily do the same in Malaysia.

Being a multiracial country, Malaysia must consider its diverse culture and religions
practised before accepting any suggestions for implementation. Based on the findings of
this study, from the total of 482 respondents, 37.3% (180 respondents) totally rejected the
opting-out system and preferred to stick with the opting-in system, although 35.7% (172
respondents) positively accepted it. The remaining 27.0% (130 respondents) could not

decide whether they wanted to accept the suggested opting-out system or not.

615 |

Ibid.
816 pyteri Nemie Kassim, ‘Organ Transplantation in Malaysia: A Need for a Comprehensive Legal
Regime’, (March 2005), 24(1) Med Law,173-189.
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The results obtained did not reflect sufficient evidence that Malaysians are keen to
change towards the opting-out system, as only 172 respondents were in favour of it. The
researcher personally believes that the change to the opting-out system is still not
necessary. Even with the existing opting-in system, we could actually generate a greater
number of potential organ donors if its application is maximised accordingly. With the
current situation and facilities available in Malaysia, there is much doubt over whether
even the opting-out system could be the solution to the organ shortage problems.
Basically, Malaysia is not yet prepared to shift to the opting-out system as the existing
resources and facilities are still limited and developing. The researcher totally supports
the opinion given by Dr. Ghazali Ahmad who mentioned that, to apply the opting-out
system, the country’s mechanisms for spreading information and obtaining feedback
from the citizens must first be excellent and very well-developed®’. If informative
communications and mass media facilities still have massive limitations in trying to reach
everybody, fair distribution of knowledge and correct information about the subject
matter is quite impossible to achieve, especially within a short period of time. Even in the
UK, it is predicted that a minimum period of three years following enactment of the
legislation would be necessary to convincingly ensure that every single person was been
contacted and made aware of the new system were it to be changed®®. So, as Malaysia
still has limited access to information, it would definitely be unfair to simply assume that

everybody is willing to donate their organs to help save other people’s lives.

The geographical factors of Malaysia itself also contribute, as there are parts of the
country which are still considered rural areas and are situated far from towns and
development, particularly those located in the Sabah and Sarawak states. Many places
within these two states are located far from one another, greatly restricting travel and
communication. Some places are only reachable by plane and it would be almost
impossible to gather everybody in a certain place to give information and explanations on

organ transplantation in only a few attempts. If, by any chance, the opting-out system

®17 Interview conducted on 12 February 2008, at 2.30-5.30 pm at the Kuala Lumpur General Hospital. Dr
Ghazali is a Consultant and Head of the Department of Nephrology at the Kuala Lumpur General Hospital,
Malaysia

%18 The Potential Impact of an Opt Out System for Organ Donation in the UK. An Independent Report from
the Organ Donation Taskforce, 2009. para 10.10, p.20. www.dh.gov.uk. Viewed on 20 January 2009.
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were to be applied, it would only be fair to the people if the government ensured and
provided a massive distribution of information related to the matter, including having a
personal, individual approach by transplant officials and staff, and even using computers

and Internet access®®.

However, it is not just an explanation of how the opting-out system operates that is
essential; the authorities also need to ensure people’s understanding of the matter and
obtain their feedback and initial response on whether they would agree with it or not. To
further support the importance of having a good communication system to disseminate
information to the public, we can draw upon an example from the USA; interestingly,
even in a developed country such as the United States of America, the problem of

communicating information to the people still exists.

According to the findings from Michele Goodwin’s research in two different surveys,
90% of the participants from a survey administered to 15 local government officials in
Lexington, Kentucky, were unaware that presumed consent laws were already applied in
their state. Only 1 of the 15 people (6.6%) surveyed in the Mayor’s office was aware of
the presumed consent law applied in Kentucky. In another survey with 100 participants
selected from community leaders, clergy, college students and community advocates in
Southern states such as Kentucky, Arkansas, Maryland, Alabama, Tennessee and North
Carolina, only 5 of the 100 people (5%) had ever heard of presumed consent laws even
though that particular law had been applied to them for quite some time®?. Imagine how
they would feel and respond once they knew that organs from any of their deceased
relatives or friends could be taken away upon their death. Or, even worse, at the funeral
of the deceased, they might discover the fact that organs from their beloved deceased had
already been harvested and that nothing could be done to stop it as it would be too late.
The researcher believes that, in this situation, the deceased family members would be in a
more stressful situation than if they had been asked whether organ donation should be

considered or not. They would presumably feel angry and very disappointed, especially if

*19 pid.
820 Goodwin, Michele. Black Markets The Supply and Demand of Body Parts. (The United States of
America, Cambridge University Press, 2006) pp.131-132.
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they initially had no intention at all of donating their own organs or those of their family
members. In any country that implements the opting-out system fairly, it must be ensured
that the people totally understand how the system operates and that they are aware of
their rights to opt out of the system if they are not willing to become organ donors upon
their death. Being totally ignorant about the system in the first place, how can they be
expected to exercise their rights and opt out if they actually do not wish to donate their
organs? Consequently, any lack of information supplied to these people is actually an
infringement of their right to make an informed choice on whether to become an organ
donor or not. This also negatively leads to a lack of respect for individual rights and fails

to secure a valid informed consent, as is ethically required.

In an opting-out system, the government will also need to provide facilities to enable
people to opt out of the system if they do not wish to become organ donors. Dr. Ghazali
also suggested that the government should allow people to claim travelling expenses to
reach designated points to opt out of the system, especially for those staying far away
from these opt-out centres and for whom travelling is considered very expensive. As an
alternative to this, the government is advised to consider providing opting-out facilities at
all local health centres and government clinics which are available in every district, to
make it easier for the locals to opt out. Another suggestion is to provide transplant
officers who could approach all individuals and seek their consent and response to the
suggested system. However, in short, Dr Ghazali still believes that Malaysia is not at all
ready for this drastic change and that we have not yet fully maximised our efforts within

the existing opting-in system.

Dr. Zakaria Zahari, on the other hand, believes that opting-out might be the answer to the
current organ shortage problem, but he also agreed that Malaysia is not ready to
implement such a system now®?’. He justified the proposed opting-out system because,
once people die, they actually no longer possess rights nor own their bodies. He also

supported the idea that the state should have the right to retain people’s bodies and body

821 Dr Zakaria is the Head Department of Paediatric Surgery, at the Paediatric Institute of Kuala Lumpur
General Hospital. The Interview was conducted on 18™. January 2008, 2.15-2.45pm at the Paediatric
Institute, Kuala Lumpur General Hospital.
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parts after death takes place. Moreover, this would be done for the benefit of others. It
might consequently be true that more organs could be harvested as a result of applying
the suggested opting-out system but materially Malaysia would not be able to cope with
such a drastic increase for the time being. Dr. Zakaria, who is also a specialist in liver
transplant procedures, told how his liver transplant team can only proceed with 50 cases
of liver transplantation per year. So, basically, they would only need about 50 livers per
year for these procedures. That is already the maximum number of cases that they could
currently attend to due to constraints in facilities and manpower. Dr. Zakaria further
emphasized that, although a successful transplant procedure would solve one problem, at
the same time another set of problems would start to arise. “It is not just a matter of
replacing and transplanting the organs, but further intensive care is crucially required to
ensure rejection and other possible complications do not take place” he added. Finally,
even if presumed consent were applied, the lack of infrastructure needed to keep a
registry of recipients and the manpower to notify and prepare them when an organ
becomes available would still not provide a satisfactory and efficient system even though

there is a transplant waiting list in existence.®?,

The opting-out system is often said to relieve the grieving family members of the burden
of having to decide on organ donation for the deceased, although this is actually only a
presumption. The deceased family would not need to be prompted by the organ
procurement staff asking for their consent to utilise the organs of their deceased family
member, which could obviously be hard, particularly in a situation where the family is

striving to cope with the loss of their loved one.

There are even countries that have attempted to shift to the opting-out system but

ultimately without success. Brazil is a good example of a country which abolished the

7624

presumed consent law®?; this was initially passed in February 1997°%* whereupon

822 Interview with Sister Jamaliah Kario, Programme Co-ordinator, National Transplant Registry, Kuala
Lumpur General Hospital, 7". January 2008, 2-5pm, at the National Transplant Registry, Kuala Lumpur
General Hospital.

623 Amber Rithalia, Sara Suekarran, Lindsey Myers and Amanda Sowden, ‘Impact of Presumed Consent for
Organ Donation on Donation Rates : A Systematic Review’, (2009) BMJ 338:a3162
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consent was recorded on an ID card or driving license®®. Even before the presumed
consent law was passed, it was highly criticised especially by medical organisations such
as the Brazilian Medical Association and the Federal Council of Medicine®®. However,
in practice the doctors continued to seek families’ consent and were unwilling to remove
organs, although the law demanded they do so, until family consent was obtained®?’. This
led the Brazil Government to add a new paragraph to the law, stating that doctors should
get permission from relatives to remove organs. The paragraph also mentioned that the
will of the father of the deceased person should prevail and that, in his absence, the
doctors should ask other family members according to their rank, starting from mother,
son or daughter, then lastly the spouse, for consent before organs are removed®?.
Unfortunately, later, in 1998, the law had to be repealed, principally due to claims of
mistrust by government and accusations of body-snatching®®.

The recent Independent Organ Donation Taskforce in the UK finally concluded that it
could not recommend the introduction of the opting-out system in the UK at the present

time®°

. The three main objectives of the taskforce were to:

i) Measure what might be required to introduce an opting-out system in the UK;

i) Check whether the opting-out system would really increase the number of organ
donors in the UK; and

iii) Consider the public’s attitude towards the opting-out system.

The Taskforce believed that, were such a system to be applied, it would undermine the

concept of treating organ donations as precious gifts, erode trust in NHS professionals

and government, and impact negatively on organ donation numbers. The new system

would be financially costly to implement, and there was also no guarantee that changing

the system alone would then increase the number of donated organs, thus leaving the

624 Caudio Csillag. “Brazil Abolishes “Presumed Consent” in Organ Donation”. The Lancet, Volume 352,
Issue 9137, 24 October 1998, pg 1367.
625 The Potential Impact of an Opt Out System for Organ Donation in the UK. An Independent Report from
the Organ Donation Taskforce, 2009. para 11.5, p.23. www.dh.gov.uk. Viewed on 20 January 20009.
626 Caudio Csillag. “Brazil Abolishes ‘“Presumed Consent” in Organ Donation”. The Lancet, Volume 352,
Issue 9137, 24 October 1998, pg 1367.
%27 pid.
%28 1pid.
829 The Potential Impact of an Opt Out System for Organ Donation in the UK. An Independent Report from
E?oe Organ Donation Taskforce, 2009. para 11.5, p.23. www.dh.gov.uk. Viewed on 20 January 20009.
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organ shortage dilemma unresolved. Therefore, the Taskforce recommended that the
opting-in system be maintained in the UK and that a review to adopt the opting-out

system only be made after another five years, should no improvements be noted.

Similarly, in the United States, one of the highest annual figures for cadaveric donors was
observed where direct consent of the deceased or hisfher family is required by law®.
This highlighted the fact that wide dissemination of information and a general social
acceptance of organ donation are more important for achieving a high donation rate than
having the presumed consent system®®?. Considering all the facts and arguments above,
Malaysia too would seem best advised to retain the same opting-in system while trying its
best to improve its weaknesses and maximizing the usage of potential cadaver donors,
particularly those considered brain-dead after being involved in severe road traffic

accidents.

CONCLUSION

Facing the challenge to obtain more organs to solve the organ shortage problem, it is
comforting to know that cadaveric donations are the best alternative available. Therefore,
more effort must be geared to fully utilising these resources that we already naturally
possess, as every organ missed represents not only a potential death or continued
disability but also a drain on society’s health resources®*. The remaining issue is: from
where can these potential cadaveric organs be obtained? The answer will be discussed in

the following chapter.

831 Wodarczyk, Z ‘Legal Aspects of Organ and Tissue Transplantation’, (2003) 35 Transplantation
Proceedings, 1202-1203, p.1202

%32 |bid
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Kin’, (1997) 157 Can Med Assoc, 160-160, p.161
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CHAPTER 6
ROAD TRAFFIC ACCIDENTS IN MALAYSIA

INTRODUCTION

Maximising the use of cadaveric organs could be the potential answer to solve organ
shortage problems. These resources could best come from road traffic accident victims,
as these accidents occur every day. These fatalities are a tragic loss and devastating;
however, by allowing organs from these deceased persons to be donated, their sudden
deaths could be rendered more meaningful by giving hope to others. This chapter will
highlight the severity of road traffic accidents taking place, the factors causing them and
finally suggest how this problem could become a potential source of the much-needed

supply of human organs, particularly in Malaysia.

6.1 THE HIDDEN EPIDEMIC

The World Health Organisation (WHO) considers death caused by road traffic accidents
a “hidden epidemic”®®*. Traffic accident injuries are a major but neglected public health
problem that requires concerted efforts for effective and sustainable prevention®®. Each

638while 50 million more are

year, 1.26 million people are killed in road traffic accidents
injured, and these incidents mostly occur in developing countries®®’. The first study of
global patterns of death by WHO, among people aged between 10 and 24, found that road
traffic accidents are one of the major causes of mortality besides complications during
pregnancy and childbirth, suicide, violence, HIV/AIDS and Tuberculosis (TB)®®, Traffic

accidents are the largest cause, accounting for 14% of male and 5% of female deaths, and

834 “Traffic Accidents Scar Latin America’s Roads’, (27 August 2005) www.thelancet.com, Vol.366.

835 Mohammadi, G, ‘Mobile Phone and Seat Belt Usage and its Impact on Road Accident Fatalities and
Injuries in Southeast Iran’, (August 2009) International Journal of Crashworthiness, Vol.14, No.4, 309-
314.

6% WHO Acts on Road Safety to Reverse Accident Trends’, (4 October 2003), The Lancet, Volume 362,
Issue 9390, 1125.

837 < Accelerating Action on Road Safety’, (22 March 2008) www.thelancet.com, Vol. 371.

838 World Health Organisation, ‘Road Accidents, Suicide and Maternal Conditions are Leading Causes of
Death in Young People, WHO-Supported Study of Global Mortality Patterns Show 2.6 Million Young
People Die Each Year’,

http://www.who.int/mediacentre/news.releases/2009/adolecent_mortality 20090911/en/print.html, viewed
on 14 September 2009.
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it is suspected that the increase in availability of motor vehicles may be the cause of such
a rise in road traffic injuries®®. In the USA, road traffic accidents are considered the fifth
most common cause of death among those aged below 35 years®?. All this is largely
related to the growth in population and the increase of the vehicle fleet, including more

road networks being constructed®*.

Undeniably, rapid urbanisation and motorisation results in increasing exposure to
determinants of road traffic injuries, such as unsafe public transportation, higher speeds

and a diverse vehicle mix on the roads®*,

By 2020, if appropriate action is not taken,
road traffic accidents could be the third leading contributor to the global burden of
disease and injury®, with a predicted 60% rise in traffic-related fatalities expected to
take place worldwide between 2000 and 2020%**. This is indeed a liability to society as
these people, particularly the young ones, are supposed to become productive members of
society, yet their potential is wasted by their early deaths that could actually be avoided if

necessary preventive steps were taken.

The personal and social impact of death and disability related to road traffic injuries,
including the sufferings of individuals and their families, is massive and difficult to
capture in quantitative terms®®. In some cases, where death does not occur, the victims
are still left with severe injuries and disadvantages such as chronic disability, lifelong
earning capacity lost, and education ended or interrupted; furthermore, their families have

to take on the burden of caring for them due to their inflicted disabilities®*. Road traffic

839 George C Patton, Carolyn Coffey, Susan M Sawyer, Russell M Viner et al, ‘Global Patterns of Mortality
in Young People : A Systematic Analysis of Population Health Data’, (12 September 2009), The Lancet,
Vol. 374, 881-892.
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Vol. 367.
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injuries are also responsible for economic losses of 1-2% of the annual gross domestic
product, especially in low- and middle-income countries®’. The international statistics
and situations above actually reflect the same trend in Malaysia, where road traffic
fatalities are also a very common phenomenon. They are included within the top 10
causes of death occurring to Malaysians®*® and injuries sustained from them remain the
most frequent cause of death, accounting for 60% of the brain deaths and 40% of the

cardiac deaths reported®*°.

6.2 ROAD TRAFFIC ACCIDENTS IN MALAYSIA

Road accidents seem to happen almost every minute, be they light or serious, involving
both public transport and private vehicles, such as buses, cars, motorcycles and even
pedestrians. The situation becomes worse during festive seasons when these road
casualties double in number, as everybody seems to be in a hurry to reach their
destination. As members of a multiracial country, Malaysians celebrate several big
occasions each year, such as Eid Al Fitr and Eid Al Adha for the Muslims, Chinese New
Year and Chap Goh Mei for the Chinese and Deepavali as well as Thaipussam for the
Indians. All these religious celebrations are important for each particular race and these
special days are declared public holidays throughout the country. In practice, it is
common for all the races to celebrate together in a spirit of unity and harmony while

many also take these opportunities to visit and celebrate with family and friends.

However, although festive seasons should actually be a time of joy and happiness, they
are often a time when the number of road traffic accidents increases. Thus, they are a
remorseful time for some people. For example, on 20" September 2009 alone, while all

Muslims were celebrating the first day of Eid Al Fitr, 31 deaths resulted from a massive

%7 peden M and Hyder AA, ‘Road-Traffic Injuries are a Global Public Health Problem’, (2000) British
Medical Journal, 324:1153.

88 “Mortality Country Fact Sheet 2006, Malaysia’, World Health Organisation,
http://www.who.int/whois/mort/profiles/mort_wpro_mys_malaysia.pdf. Viewed on 11 September 2009.
89| ela Yasmin Mansor. Fourth Report of the National Transplant Registry 2007, ( Kuala Lumpur,
National Transplant Registry, 2007), p.171
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total of 1,031 road accidents taking place all over Malaysia®®. In this year, the “20™ Ops
Sikap” campaign®™, which lasted from 13 September until 27 September 2009, and was
held in conjunction with the Eid celebrations, disappointingly recorded a total of 261
deaths®? taking place with an average of 17.4 deaths each day, all caused by severe road
traffic accidents®®®. Generally, about 60% of the fatalities involved motorcyclists and

their pillion passengers®™*

. This massive total makes this year’s road fatalities the highest
since the “Ops Sikap” campaign was introduced in 2001%°. In the previous year’s “Ops
Sikap” campaign, only 170 deaths were recorded during the 20-day campaign®®, which

indicates that the problem is getting worse each year.

According to Suret Singh, Chairman of the Department of Road Safety Malaysia, most of
the accidents are caused by speeding, particularly during rainy weather, and by drivers
who were too tired or sleepy due to long-distance driving®™’. This explanation is
justifiable as, during festive seasons, many people are travelling back to their home
towns, which normally involves long, tiring hours of driving. Undeniably, prolonged
periods of driving under monotonous conditions leads to a continuous reduction in
vigilance and could possibly cause accidents®™®. This increase in fatalities does not really
come as a surprise as it matches the statistics from the Royal Police Force Malaysia from

2002 until 2007%*°, which indicate that there is always an increase in the number of road

80 Umavathi Ramayan, *31 Korban Nahas Jalan Raya Semalam’, Utusan Online, 22 September 2009,

www.utusanonline.com, viewed on 22 September 2009.
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traffic accidents reported every single year. For instance, in 2002 the total was 279,711,
rising to 298,653 the following year®®. Surprisingly, in 2007 the total had already
reached a figure of 363,319 for that year alone.

From these figures, year after year, thousands of precious lives are lost in these serious
accidents. In 2002, 5,891 lives were lost, followed by 6,286 in 2003. Recently, in 2007,
another 6,282 precious lives were lost, meaning that the overall average number of
people dying from road accidents in Malaysia is around 6,200 persons per year®®. The
same statistics also report that the highest number of deaths involves motorcyclists. For
instance, out of 5,672 lives lost in road traffic accidents in 2007, 3,197 were actually
motorcyclists. This total was followed by 697 car drivers and 636 pedestrians®®®. In 2008,
3,898 deaths were reported and 60% of this total involved motorcyclists and their pillion
passengers®®. According to the Institute of Research of the Road Safety Department
Malaysia (MIROS), 58% of the motorcyclists died from severe head injuries®®. That is

why motorcyclists are urged to avoid travelling at night®®

, particularly when vision is
limited and they might not be seen clearly by other road users, making them even more
vulnerable to road accidents. Moreover, the hours of darkness are not only a time of
reduced visibility and lighting but are also a time, quite unlike mornings and afternoons,
when different groups of road users are present, travelling for different reasons and in
different ways®®®. Alternatively, motorcyclists are encouraged to use public transport,

particularly for long-distance travel.
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For accidents involving other vehicles, the underlying cause always points back to the
driver’s own negative attitude (67%), surrounding factors (28%) and technical problems
(5%)°". For example, statistics from the Royal Police Malaysia show that the driver’s
attitude contributes the most, as 30.7% of accidents are caused by reckless driving and
overtaking, 26.5% are due to excessive speeding, 8.1% result from entering and exiting
junctions negligently and, lastly, 6.3% result from drivers tailing the preceding vehicle
too closely®®®. Surrounding factors include the condition and layout of the road itself®®
which could be seen as either positive or negative. In some cases, the roads are not well-
maintained, causing disruptions during driving, or the roadsides are too dark without
proper lighting facilities®’®. Surprisingly, there are also cases where, because the roads
are in perfect condition, there is a temptation to speed, although the Road Transport Act
1987 (Act 333) clearly spells out a term of imprisonment not exceeding five years, or
fines not exceeding RM10, 000, or both, for committing any offence of reckless and
dangerous driving causing the death of a person. If death is not caused, any act of
reckless driving that causes danger to the public attracts, upon conviction, a fine not
exceeding RM 6,000, or imprisonment for not more than three years, or both.°* One
possible reason why the public is not taking extra precautions to avoid road traffic
accidents is because they do not treat road traffic accidents as a problem, unlike their

attitudes towards other diseases such as HIV and TB®2. Because they are not regarded as

%7 Mastura bt. Mohd Zain, ‘Sikap Pemandu Punca Nahas Jalanraya’, Institute of Islamic Understanding
Malaysia, http:www.ikim.gov.my, 13 May 2008, viewed on 10 September 2009.
%98 Azrina bt. Sobian, ‘Sikap Sabar Asas Pemandu Berhemah’, Institute of Islamic Understanding Malaysia,
http:www.ikim.gov.my, 18 November 2005, viewed on 10 September 2009.
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a problem, they are not taken seriously, particularly in terms of preventing them from

happening in the first place.

Another possible cause of accidents is that the transport and urban infrastructures are not
set up to cater for the safety and needs of non-motorised road users®”. For instance,
pedestrians, cyclists, motorcyclists and their passengers have no other choice but to share
road space with cars, buses, trucks and other large vehicles, putting them at high risk of
being knocked down. To make things worse, most of the time these non-motorised road
users rarely wear protection such as helmets and bright, fluorescent or reflective clothing
to make others aware of their presence. Having many young and inexperienced drivers on
the road could possibly contribute to this problem too®™“. Although excessive alcohol
consumption is not the main cause of accidents in Malaysia, in contrast to the USA and
the European Union where 30-50% of the traffic accidents are related to alcohol intake®”,
there are still a small number of cases where the drivers are drunk and later get involved
in accidents®’®. Insufficient maintenance of the road network, inappropriate behaviour of
the road users and lack of efficient and systematic enforcement are also common reasons
contributing to the high rates of road traffic accidents in developing countries®”’,
including Malaysia. Similarly, the usage of mobile phones is indeed an additional

problem.

Although it is considered an offence to use mobile phones whilst driving, not many
actually abide by this rule, unless they see a police officer nearby, for instance. This

irresponsible act leads to road accidents due to inattention to the traffic, veering and

873 <On the Road: Accidents That Should Not Happen’, (April 2007), www.thelancet.com, Vol.369,
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striking another vehicle, failure to give way, failure to stop, and running off the road®’®.

Some have suggested an alternative of using hands-free phones rather than hand-held
ones; however, there is no evidence that this might be safer as the effects of conversation
using both hands-free and hand-held phones are rather similar, as one’s concentration and
focus on driving is affected in both situations, making it dangerous for the drivers in

particular and other road users as well®”

. Therefore, the Ministry of Transport together
with the Road Safety Department have initiated campaigns to create public awareness,
particularly by showing advertisements where the experiences of those involved in and
who have survived such road accidents are shared, including showing pictures of
gruesome accident scenes®, to make the public value and appreciate their lives even
more. However, while all this seems to have been unsuccessful, it is undeniable that a lot
of precious lives are continuously being lost and, at the same time, plenty of usable
organs are also being wasted. This scenario is indeed a big waste, especially when items
as scarce and valuable as human organs are simply discarded due to a weakness in the
existing organ donor registration system, which fails to provide opportunities for these

organs to be automatically donated or received.

As suggested earlier, in chapter 5, those applying for or renewing driving licenses should
be provided with the option to register as organ donors, while specifying which organs
they are willing to donate so that, were they to be involved in a serious road traffic
accident, their intentions would be clear. Moreover, this could also help the deceased’s
family members to know exactly how the deceased wanted his/her organs to be dealt
with. The researcher strongly believes that, were this suggestion to be carried out, there
would be a rise in the number of cadaveric organs available, particularly as the number of
road accidents keeps increasing each year, despite all the efforts being made to reduce

them. In this way, although the death is itself a loss to the bereaved family, they could
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still be proud to know that the deceased’s ‘gift of life’ to those patients in need of his/her

organs has at least saved another person’s life.

6.3 ROAD TRAFFIC ACCIDENTS AS ASOLUTION FOR ORGAN
SHORTAGE?

Many countries face the problem of organ shortages although, among the countries

affected, there are different organ donation rates. This variation is caused by several

factors including the rate of road traffic accidents taking place, the gun laws applicable,

religious and cultural responses to death and the deceased body, and practical issues such

as the availability of intensive care beds®*

. Although Malaysia has a high rate of road
traffic accidents, the number of organ donations taking place is not as high as might be
expected. The fact that Malaysia has an estimated figure of 6,200 people dying from road

accidents each year®®

makes it practical to utilise organs from road traffic accident
victims, particularly those pronounced dead at the accident scene and those declared
brain-dead soon afterwards. The situation that we have now leads to a massive number of
cadaveric, brain-dead potential donors being available, which constitutes the largest pool

of organs for transplantation®

. Of course, having a high rate of fatal accident cases is not
a good indicator for any country; however, if these potential organs are simply put to
waste, the situation is made even worse. If this tragedy could at least be turned into
something potentially beneficial to others, hopefully more lives could be saved while, at
the same time, the deceased and their families would have the opportunity to make a final

contribution to others.

According to Lela Yasmin, co-chairperson of the National Transplant Registry, Malaysia,

as about 6,000 to 7,000 people are involved and die in serious road traffic accident cases
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every year, definitely many more lives could have been saved if only all these people had
pledged themselves as organ donors®*. Severe head injuries and cerebral haemorrhage
commonly result from serious road accidents and have been reported to be the major
cause of death among organ donors®®. Many accident victims suffering from brain
injuries subsequently experience brainstem death, which is a complex process resulting in
multi-organ system failure and cardiovascular collapse if left untreated. In spite of cases
where aggressive treatment is given, more than 25% of potential donors are still lost due
to homodynamic instability®®. So, there is a huge opportunity for all these potential

organs to be made available to help those desperately in need of these particular organs.

Coincidently, in the researcher’s recent study, a positive response was received from the
respondents when they were asked whether they would allow the government of
Malaysia to acquire their organs should they be involved in a serious road accident with
no chance of survival at all. A total of 268 respondents, which represents 55.6% of the
total, agreed with this idea. If this suggestion were to be actually carried out, thousands of
lives could be saved; how many more could be saved if the result were to be viewed on a
larger scale, representing the wishes of all Malaysians? Upon further dissection of the
group that agreed to this idea, it was found that, within the non-registered organ donor
group, 52.3% of them agreed with the idea while, among the organ donor group, a huge

majority of 92.5% agreed with it.

These results suggest that existing registered organ donors are more likely to agree with
this suggestion and perhaps this is associated with their self-awareness and individual
altruism which strongly encourages them to donate their organs to others. The same study
also revealed that, were the government to be allowed to procure organs from seriously
injured road accident victims, both the non-donor respondents (89.1%) and donor

respondents (75%) would have a similar preference for wanting their family’s permission

884 Rabiatul Adawiyah Koh Abdullah, ‘Menyelamatkan Nyawa Penerima Organ’, Utusan Online, 26 July
2009. www.utusan.com. Viewed on 26 July 2009

685 Tymstra, T.J, Heyink, J.W, Pruim, J, and Slooff, MJH, ‘Experience of Bereaved Relatives Who Grant
or Refused Permission for Organ Donation’, (1992) Family Practice, Vol. 9, No. 2, Oxford University
Press, Great Britain, 141-144.

886 Jenkins DH, Reilly PM, Schwab CW, ‘Improving the Approach to Organ Donation: A Review, (1999)
23 World J.Surg, 644-649.
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to be obtained first before their organs are procured. So, generally, a large majority of
88.0% (424 respondents) still insisted that their families be consulted first. The results
show that there is a high rate of acceptance in allowing the Government of Malaysia to
access and procure organs from these fatalities, provided consent is firstly obtained from
their respective families. The above results also reflect the public’s acknowledgement of
the role of the family and this teaches us a valuable lesson that family influence must not
be completely put aside, especially when it involves crucial, end-of-life, decision-making

situations.

In resorting to brain-dead patients involved in road fatalities, where the deceased had
expressly consented to organ donation, the organ donation procedures must proceed
automatically. However, in cases where the victim cannot be identified even after
thorough inquiries have been made or in cases where none of his/her family members can
be traced, one possible solution is to exclude this group from becoming organ donors in
the first instance. Therefore, no individual or authority would have the right to proceed
with organ procurement procedures in these cases. However, if we still want to include
this group as potential sources of organs, the other alternative available is to grant certain
persons, such as the judge or the medical officer in charge, the authority to act on behalf
of the deceased party. This procedure has already been practised in the USA, particularly
in the states of California®’, Pennsylvania®® and Texas®®, where there are Anatomical

Gifts Acts dealing specifically with this situation®®.

In these states, the provisions allow that, after a diligent search for next of kin has failed,
judges or medical examiners may grant permission for donation. However, substituted
consent is limited in these special situations, as there are concerns that this method carries
obvious risks, given that the social and medical history of the potential donor is

unclear®”. But, to counter such claims, it can still be argued that, even in cases where the

%7 State of California Health and Safety Code, Chapter 3.5, Uniform Anatomical Gift Act, 7150-7156.5
%88 State of Pennsylvania Consolidated Statutes, Title 20, Chapter 86, 8611
%89 Texas Health and Safety Code, Title 8, Chapter 693, 693.003
%% Gary K.Shen, Patricia A.Niles, Ken E.Richardson, ‘Presumed Consent: The Case of The John Doe
g?nor’, (15 March 2004) Vol.77, No.5, Transplantation, 792-793

Ibid
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next of kin can be identified, the same risk still exists, as there is no guarantee that they
would possibly know everything about that particular potential donor, especially if they
have been long-separated or lived different lives far apart from each other. Our main
concern now is to add up the number of organs available and, surely, with our advances
in science and technology, we should be able to take steps to eliminate these threatening

risks perhaps through laboratory tests and experiments on the organs themselves.

Moreover, proceeding with brainstem-dead patients is easier than resorting to those who
have experienced cardiac death since, in the former, the patients are already within the
hospital settings and are normally maintained on cardio-respiratory support. So, once
organ donation is agreed upon, respiratory support will be continued to ensure that the
patient’s organs are well maintained with sufficient oxygen supply as though he/she were
still alive although, technically, all this is now performed and controlled by the breathing

support machine. The patient is actually already dead because his/her brainstem is dead.

Compared to brainstem death patients, it is not possible to predict when and where
cardiac death might take place, so it is impossible to be exact and carefully plan for it®
Moreover, managing post-cardiac death donations is very complicated and requires a
large amount of attention from medical staff°®. To prepare and organize a post-cardiac
death donation, the transplant team would normally require a few hours to undertake the
necessary tests and set up their equipment. Consequently, this will simply prolong the
dying process which would normally be stopped with the patient dying soon afterwards;
it might now continue for up to 6 hours®®*. This practice may be culturally unacceptable
in certain countries, even within the European Union, because it is considered labour-

intensive, as mobile transplant teams must be rapidly set up to preserve the organs

%92 |pid, para 239, p.49.

6% Rafael Matesanz, House of Lords European Union Committee 17™. Report of Session 2007-08,
Increasing the Supply of Donor Organs within the European Union, Volume 1:Report, 2 July 2008,
Authority of the House of Lords, London, The Stationary Office Limited, para 240, p.49.

%94 |bid, para 242, p.49.
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whenever the need arises °®. Even under the Mental Capacity Act 2005, it is very unclear

whether this practice is lawful or not®®,

As regards Malaysia, procurement of organs from post-cardiac death cases is allowed.
However, since we have a large supply of brain-dead cases resulting from the high
number of road fatalities, it would seem preferable to concentrate more on this type of
potential donor. Moreover, donations after brainstem death are considered more
straightforward, especially since the patients are already within a proper hospital setting,
which allows immediate preparation for the intended transplantation to take place
accordingly. Besides that, organs from this source are usually young and healthy®® due to
the age limitation requirement for qualified vehicle drivers. Therefore, organ donation
from such brain-dead cases must be promoted more to ensure that the existing supply is
not simply put to waste, but generated further, to professionally solve our organ shortage
problems. However, this suggestion is not equivalent to mandatory cadaver organ
procurement, where any recently deceased patient with a viable transplant organ would
have that organ mandatorily procured, despite any potential protests from patients prior to
their death or from their surrogates®®. Here all cases are optional and consent would still
be obtained before any such organ donation could proceed. Glancing at our neighbouring
country, Singapore, they too have been taking organs from their citizens and permanent
residents who die in road accidents, except from those who have formally registered their

objection with the Director of Medical Services®®

. Although they apply the opting-out
system and the government is entitled to remove organs from donors who have not
formally objected to the procedure, their doctors, in practice, still prefer to ask the

families of the deceased for their consent and do usually respect their wishes’®.

*5 |bid
%% O’Brien , House of Lords European Union Committee 17", Report of Session 2007-08, Increasing the
Supply of Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the
House of Lords, London, The Stationary Office Limited, para 240, p.49.
897 “More Malaysians Pledge to Donate Their Organs’, Malaysian Society of Transplantation,
http://www/mst.org. my/news/090209nst.html, Viewed on 28 August 2009.
%% Thomas D. Harter, ‘Overcoming the Organ Shortage : Failing Means and Radical Reform, (2008) HEC
Forum 20(2): 155-182, p.156
899 yolker H.Schmit and Chee Han Lim, ‘Organ Transplantation in Singapore: History, Problems, and
7Poco)licies’, (2004) 59 Social Science & Medicine, 2173-2182.
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Similarly, Iran has also resorted to road accident victims as it has one of the highest
traffic fatality rates in the world, with 60% of the population being under 25 years of

age™.

For Malaysia to realize this solution, the government needs to train and provide more
counsellors at hospitals to approach families of these accident victims, including seeking
their consent to donate the organs of their deceased family members. Issues such as
inadequate awareness by paramedics and doctors of the concept of brain death, late
diagnosis of brain death cases and inadequate maintenance of brain death must no longer

be obstacles’®.

Concurrently, statistics from the Department of Statistics Malaysia estimates the total
population in Malaysia to have reached 28.31 million in 2009, where 63.6% are
represented by people aged between 15 and 64’%. This shows that more than half of
Malaysia’s population is actually within the age limit suitable for becoming organ
donors. Within this age group too, it is common to expect most of them to possess driving
licences and to be using the roads daily. Therefore, since there are risks that they may get
involved in road traffic accidents with either minor or major injuries, it would make a
big difference if they were all registered as potential organ donors. These organs are also
most suitable because those having driving licences are of a certain age group, meaning
their organs would presumably be strong and healthy. In the researcher’s previous study
alone, 77.2% of the respondents possessed valid driving licenses and are actually on the
roads daily. And, presumably, whenever we are on the roads either as a driver, passenger

or even a pedestrian, there is always a risk of getting involved in a road accident. That is

01 Official: Over 1.5 million dilapidated cars on Iranian Roads. Islamic Republic News Agency, Dec 4,
2002 referred in Raza M, and Hedayat, K.M,‘Some Sociocultural Aspects of Cadaver Organ Donation :
Recent Rulings From Iran’, 36 (2004), 2888-2890, p. 2889

792 Jade Chan, ‘Organ Donation a Gift of Life’, 31 July 2009, The Star Online, http://thestar.com.my/,
viewed on 10 September 2009.

73 Shaheen, F.A.M and Souqiyyeh, M.Z, ‘Increasing Organ Donation Rates From Muslim Donors :
Lessons From A Successful Model’, (2004) 36 Transplantation Proceedings, 1878-1880

704 <population by Age Group’, Department of Statistics Malaysia Official Website,
http://www.statistics.gov.my/eng/index.php?option=com, viewed on 11 September 2009.
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why there is also a need for us to provide wider opportunities to register as organ donors,

for instance while applying for or renewing driving licences.

According to Lee Lam Thye, Chairman of the Organ Donation Public Education
Committee, as Malaysia records a tremendously high rate of death related to road
accidents, she would no longer need to resort to living donors for the much-needed
organs if just 10% of the overall number of fatalities decided to donate their organs or
tissues.”®. So, if this suggestion of utilising organs from accident victims were to be
widely accepted in Malaysia, not only would the donating hospitals and transplant centres
have to be well prepared, but the transportation system would also have to be enhanced to
ensure that an efficient coordination and communication system was upgraded as well,

especially to transport the harvesting teams, organs and potential organ recipients’®.

In Spain there has been close collaboration between airports and aircraft systems to
ensure rapid intercity transportation of organs™®. Their national transplantation
organization works with 40 airports nationwide and 11 of them run on a 24-hour basis,
making it possible to make emergency journeys even at night or at daybreak, while
ensuring that rapid coordination of all the transplantation team is made possible whenever

necessary .

Sufficient numbers of qualified paramedics in road emergency services are also needed to
stabilize the patient’s condition while attempting to preserve the organs longer’ .
Transplant coordinators should also be available at organ donation sites rather than just in
particular transplant centres. The prime function of this local donation team is to detect,
at the earliest stage possible, potential organ donors within intensive care units and to

further monitor the medical progress through to a diagnosis of brain death that will

"% Noor Fazrina Kamal, ‘Galak Derma Organ Melalui Media’, Utusan Malaysia, 16 December 2008, p.7.
7% Rowinski W, Ostrowski K, Adadynski L. et al, ‘Factors Limiting Renal Transplantation Program in
Poland’, (1996) 1 Ann Transplant, 18.

07 Xavier Bosch, ‘Spain Celebrates Leading The World in Organ Donation’, (1998) Vol 351, June 20, THE
LANCET, 1868.
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%" Shaheen,F.A.M and M.Z. Souqiyyeh, ‘Increasing Organ Donation Rates From Muslim Donors
Lessons From A Successful Model’, (2004) 36 Transplantation Proceedings, 1878-1880
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subsequently lead to organ donation. However, while promoting this, it is equally
important to reassure the people that they should never fear that their organs might be
removed on any occasion before they are pronounced clinically dead. It must be
guaranteed that, in any event of accidents, they will definitely receive sufficient,
aggressive medical treatment to save their lives even if they have already consented to
become organ donors upon their death. So, even though organs are needed to save many

more lives, they will never be taken by sacrificing the life of another.

Another fact that needs to be seriously considered is the possibility that this source could
dry up in the long term, especially when effective measures are eventually taken to
reduce the number of road traffic accidents. It is undeniable that this source is not
permanent and will decrease once accident death rates decline; however, for the time
being, this suggestion is relevant and practical. For many years, a lot of effort has been
made by the Government of Malaysia to reduce and control the number of road traffic
accidents. However, all efforts seem useless and statistics from the Royal Police keep
showing an increase in the number of road traffic accidents. Moreover, if we compare
this solution to other suggestions such as resorting to organs from prisoners, for instance,
the latter is even more controversial. Making use of prisoners as potential organ donors
would definitely raise a lot of debatable issues, particularly as the prison environment has
many coercive characteristics’, including vulnerable prisoners being deprived of certain

rights™*

. However, no such argument would arise when resorting to road accident
victims, which is a simple and straightforward solution. There is indeed no coercion at
all, as each donation is made voluntarily, with consent. Most important of all, potential
organs donated from accident victims are plentiful and, particularly in Malaysia, the

supply is currently sufficient to solve the organ shortage problem.

0 jeffrey P.Kahn, ‘Three Views of Organ Procurement Policy : Moving Ahead or Giving Up?’, (2003)
Kennedy Institute of Ethics Journal, VVol.13, No.1, 45-50, p.46

" Mills M A and Simmerling M, ‘Prisoners as Organ Donors: Is it Worth the Effort? Is It Ethical, (2009)
41 Transplantation Proceedings, 23-24
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CONCLUSION

Although it takes about 30 years for a high-income country to begin reversing the high

"2 this fact should never

death and injury rates that result from increased motorisation
discourage us to from trying to reduce road accidents immediately. Everybody, including
road builders, traffic wardens, traffic light setters, drivers, pedestrians, ambulance
personnel, health carers and schoolteachers all have a part to play in preventing or

treating road injuries’*.

The police and Road Transport Department Malaysia, in
particular, must ensure that road safety laws are obeyed, enforced strictly and equally
applied to everybody. There should be no toleration at all in matters involving the safety
of the public, particularly the road users, for whatever reasons. However, in cases where
accidents still happen and result in death, it would make such a big difference if the
deceased’s organs were voluntarily donated to help save the lives of others, even though
the deaths are, in themselves, devastating. So, even though these road traffic accidents are
dreadful tragedies, we could at least still divert the consequences to contribute to helping
other people. The only way is by encouraging road users to register as organ donors and
persuade them to consent to donate their organs should they get involved in severe road
accidents with no hope of recovery, while urging the bereaved families to respect this
wish as well. It is of course painful to lose human lives but, at the same time, the organs

of the deceased are also too precious to be simply put to waste.

"2 Accelerating Action on Road Safety’, (22 March 2008), The Lancet, Vol. 371, Issue 9617, p.960.
™3 Elizabeth Molyneux, ‘Saving the Survivors’, (24 February 2007), The Lancet, Vol.369, N0.9522, p.
1591-1597.
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CHAPTER 7

THE ISLAMIC PERSPECTIVE ON ORGAN TRANSPLANTATION AND OTHER
RELATED ISSUES

INTRODUCTION

The impact of religious belief is powerful enough to influence the attitude and response

of the public at large towards motivating people into accepting and consenting to organ

transplantation activities*

. Religious beliefs can pattern their followers’ perceptions and
have always been a top priority consideration in accepting any forms of new technologies
introduced. However, there is no particular religion which formally obliges one to donate
or refuse organs, or that treats organ donation as a ‘“societal resource” or a “religious

dutyn715

. This chapter will focus on the Islamic perspective on organ donation.
Discussions on the basis of the Islamic rulings approving organ donation will be included
while equally highlighting arguments put forward by minority Muslim scholars who are
reluctant to accept it, either totally or partially. This chapter aims to clarify the doubts and
explain how organ donation is actually permissible and approved by Islam, despite the
reluctance and rejections expressed by a minority group of Islamic jurists. In the light of
the views put forward, we will also see the position taken by Malaysia, which is guided
by the rulings from the National Fatwa Council. Other related issues discussed include
the Islamic view on organ trading, cadaver and living donations, the brain death concept
and living wills. The suggestion to utilize victims of road traffic accident cases as a
potential solution for organ shortage problems is also discussed in the light of recent

Islamic rulings to determine its potential acceptance within the religious framework.

7.1 ISLAM AND ORGAN DONATION
Religious and cultural values of every population have a significant impact on health,

education and social policies’®, which indirectly shows why these elements are very

"4 E|-Shahat, Y.LM, ‘Islamic Viewpoint of Organ Transplantation’ (1999) 31 Transplantation
Proceedings, 3271-3274. p.3271

™5 Bruzzone, P, ‘Religious Aspects of Organ Transplantation’ (2008) 40 Transplantation Proceedings,
1064-1067. p.1064

™ Hussein Rassool, G, ‘The Crescent and Islam: Healing, Nursing and Spiritual Dimension. Some
Considerations Towards an Understanding of the Islamic Perspectives on Caring’ (2000) 32(6) Journal of
Advanced Nursing, 1476-1484. p.1482
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7 Generally, all religions accept the

influential in organ transplantations practised today
practice of organ donation and transplantation”*® and are greatly concerned about the
preservation, dignity and honour of human life. The Muslim community is, without
exception, subject to this phenomenon too. The whole of Islamic medicine, throughout
history until today, is related to Islam through the injunctions contained in the Quran and
Sunnah™®, requiring Muslims to be concerned with and guided by ethics derived from the

20 Muslims are also sensitive

Islamic Law rather than by purely medical considerations
to issues touching on their religion, especially when it involves decisions related to
matters in their everyday lives. There is always a feeling of responsibility to protect and
guard their religion in all circumstances and a desire to remain within the confines set by
their own religion. Therefore, Islamic rules and teachings are the most important factors

influencing both living and cadaver organ donation in most Muslim countries .

Muslims are concerned with the attitude of Shariah (Islamic Law) towards a particular
treatment and would only agree to it if it were considered permissible’?. As organ
donation activities steadily developed as a potential medical treatment for end-stage
organ failure conditions, this progress also created an impact on the Muslim community
all over the world as new issues started to arise for Muslim physicians, medical jurists

and religious authorities’®

. Muslims started to ask whether they could also benefit from
organ donation achievements, contribute as organ donors or become organ recipients
themselves. Other issues raised included the types of organ donation approved, whether

Islam allows both living and cadaver donations, and also the requirement for consent.

" Daar, A.S, ‘The Response to the Challenge of Organ Shortage in the Middle East Region : A
Summary’(1997) 29 Transplantation Proceedings 3215-3216

™8 Bruzzone, P, ‘Religious Aspects of Organ Transplantation’ (2008) 40 Transplantation Proceedings,
1064-1067. p.1064

9 seyyed Hossein Nasr. Islamic Science An Illustrated Study (England, World of Islam Festival
Publishing Company Ltd, 1976) p.154

720 Rispler-Chaim, V, ‘Islamic Medical Ethics in the 20" Century’ (1989) 15 Journal of Medical Ethics,
203-208. p.203

2 Al-Mousawi,M ,Hamed T,and.Al-Matouk,H, ‘Views of Muslim Scholars on Organ Donation and Brain
Death’ (1997) 29 Transplantation Proceedings, 3217

"22Rispler-Chaim, V, ‘Islamic Medical Ethics in the 20" Century’ (1989) 15 Journal of Medical Ethics,
203-208 p.204.

"2 \/anzan Paladin A, “Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital J
Neurol Sci 255-258. p.255
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The fact that organ donation is not mentioned directly in the primary sources of the
Shariah’® has forced Muslim jurists to reach a consensus and decide on its
permissibility. Consequently, this difference of opinion has resulted in some confusion
among Muslims about the permissibility of having organ donation as an option for
treatment of end-stage organ failure and has subsequently hindered further development
of transplantation activities. All these factors generally contribute towards a more serious

organ shortage problem.

For example, there are still Muslims that project Islam as the main obstacle to them
taking part in organ transplantation, either by becoming organ donors or organ recipients.
In a study conducted on 1,030 members of the public in the Turkish community, 26.2%
claimed their refusal to become organ donors was due to religious belief’®. A different
study also conducted in Turkey revealed that religious people are very sensitive about
organ donation matters and, overall, although a positive 84% were confident that organ
donation was in accordance with the Islamic teachings, the remaining 16% still had

doubts over its permissibility "*°.

27it was

Similarly, in Malaysia, through the researcher’s study of the Malaysian public,
discovered that the religious factor was not considered the main reason for Malaysians’
reluctance to become organ donors, but a significant percentage of 13.3% still maintained
that it was their main barrier. In a different survey conducted by the Islamic

Understanding Foundation of Malaysia (IKIM) on 500 Malaysian Muslim respondents,

2% primary sources of Shariah refers to the Al-Quran and Al-Sunnah.

72 Bilgel H, Bilgel N, Okan N, et al ‘Public Attitudes towards Organ Donation: A Survey in a Turkish
Community’ (1991) 4 Transplant Int. 243-245.

26 Kecucioglu, N, Tuncer, M. Yucetin, L, Akaydin, M and Yakupoglu. G. ‘Attitudes of Religious People in
Turkey Regarding Organ Donation and Transplantation’ (2000) 32 Transplantation Proceedings, 629-630
p.630

721 Results obtained from an empirical study relating to organ shortage problems in Malaysia conducted
from December 2007 until February 2008, which was conducted in Klang Valleys, specifically in Kuala
Lumpur and the district of Hulu Langat. Detailed results of the study are elaborated in chapter 4 of the
thesis.
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5.2% were unwilling to register as organ donors due to religious misconceptions’?. Their
hesitation was mainly based on the perception that they would later be resurrected as
incomplete persons, the procurement procedure would hurt the deceased body and it
would delay their burial ceremony’®. These findings correlate with a different study on
cadaveric organ donations at the University Hospital Malaysia where, again, it was
proved that misinterpretation of religious teachings regarding organ transplantation is not
the main reason for people’s refusal to become organ donors, although it is still a

contributing factor"*°.

In the United Kingdom, findings from a study which specifically examined the influence
of religion on attitudes towards organ donation among the Asian population in Luton
indicated that, within the population studied, culture and religion do play a much less
prohibitive part in determining the level of organ donation than previously suggested .
However, there is a great desire to raise awareness of these religious stances so that
people are able to make a more informed decision”?. Again, the findings proved to be
similar in principle as there is always a small portion which still believes Islamic
teachings are stopping them from being involved in organ donation matters. So, steps
must be taken to clear any existing doubts which prevent Muslims from benefiting from
these organ donation achievements. Eliminating these confusions will hopefully enable

more Muslims to contribute towards solving the organ shortage problem.

Islam is not only a religion but also a complete code of life’*. It encompasses the secular
and the spiritual, the mundane and the celestial through a holistic approach™*. Islamic
law aims to fulfil the interests of the people by securing for them the necessities of life

and helping them to maintain their physical requirements and improve themselves. So,

Zg Institute of Islamic Understanding Malaysia, (2006) VISI, Issue 61-Jan, p.18

Ibid
30T P.Chen, S.M.Teo, J.C.K.Tan, et al. ‘Cadaveric Organ Donation at University Hospital Kuala Lumpur’
gZOOO) 32 Transplantation Proceedings 1809-1810.

3! Gurch Randhawa. ‘An Exploratory Study Examining the Influence of Religion on Attitudes towards
Organ Donation among the Asian Population in Luton, UK’ (1998)13 Nephrol Dial Transplant .1949-
1954,

32 |bid. p.1949

33 Abdel Moneim Hassaballah ‘Definition of Death, Organ Donation and Interruption of Treatment in
Islam’ (1996) 11 Nephrol Dial Transplant 964-965.p.964

34 El-Shahat, Y. I. M. “Islamic Viewpoint of Organ Transplantation’ (1999) 31 Transplantation
Proceedings 3271-3274 p. 3271.
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matters which secure and maintain these lawful interests are considered lawful either to
fulfil people’s needs or simply to provide an easier and more comfortable life’®. The
core of Islamic teaching is the perfection of the ethical conduct of a human being”*®.
Therefore, it is impossible to separate religious values from any discussions and decisions

on new laws involving various aspects of life”’

. All social attitudes and ethical principles
are closely intertwined with Islamic tradition, teachings and heritage, which are later
generated into practice and are strongly adhered to, both in many Islamic countries and

by Muslims living in countries that are not predominantly Islamic’.

Whenever Muslims are confronted with any new issue that needs to be resolved, the
primary sources of Islamic law are first consulted for guidance and solutions. The first
source of law is the Quran which is the holy text believed by Muslims to be the direct
words of Allah (God). The second is the Sunnah which is the prophetic traditions of the
Prophet Muhammad which includes his sayings, words, deeds and attributes. The third
source, which is Ijma, refers to the general consensus among Islamic scholars of a
particular age for the legal ruling applicable to the situation. For instance, if a consensus
on a particular issue exists among the community of scholars in an area on which both the
primary sources are silent, as long as it is consistent with the Quran and Sunnah, that

3 However, in situations where none of the sources mentioned

view has validity
provides a ruling, the responsibility is consequently shifted to the jurists to try and derive
an appropriate rule by logical inferences and analogy (qgiyas), which is known as
ijtihad’*. By virtue of ijtihad, Islamic law continues to develop and remain relevant as it

allows responses to be made to recent challenges and issues that have arisen within the

" |bid
738 | arijani, B. Zahedi, F. and Taheri, E, ‘Ethical and Legal Aspects of Organ Transplantation in Iran’
(2004) 36 Transplantation Proceedings, 1241-1244 p.1241
¥ Abdel Moneim Hassaballah ‘Definition of Death, Organ Donation and Interruption of Treatment in
Islam’ (1996) 11 Nephrol Dial Transplant 964-965 p.964
738 Seyed R. Mousavi Shahid Behesti, ‘Ethical Considerations Related to Organ Transplantation and
Islamic Law’(2006) 4 International Journal of Surgery, 91-93. p.91
%9 Sahin Aksoy, ‘A Critical Approach To The Current Understanding of Islamic Scholars on Using
7C4('§1daver Organs Without Prior Permission’ (2001) Bioethics, Volume 15 Number 5/6 p.463
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Muslim culture through the process of continuous learning and scientific progress’*

. Any
decision-making must be carried out within a framework of values derived from
revelation and tradition’*?, which means that all solutions to ethical problems are derived

from Islamic principles’™.

The best way to legitimise a new, modern medical treatment for Muslims is to prove that
a similar practice already exists in the Quran, can be traced from the Sunnah of Prophet
Muhammad or is mentioned anywhere in the Islamic books’™*. In fact, both the Quran
and Sunnah have laid down detailed and specific guidelines pertaining to various issues,
including on medical matters. For example, the Quran contains a detailed description

b 745

regarding the development of the embryo inside the womb™™, which later stimulated

further discussions on the ethical and legal status of the embryo and fetus after birth.
However, there are also matters which are mentioned generally, without specifying the
exact matter at issue, which includes rulings on organ transplantation matters. Organ
transplantation is not discussed directly per se in the primary sources of Islamic Law;

therefore, ijtihad, by using tools such as juristic consensus of opinion (ijma)’* or

747

analogical deduction (Qiyas)’*’, must alternatively be resorted to’*®. Religious authorities

and jurists will make analogies and inferences between the case in point and a similar one

™ Gatrad, A.R. and Sheikh, A. ‘Medical Ethics and Islam: Principles and Practice’ (2001) 84 Arch. Dis.
Child. 72-75, p.73.

2 Abdallah S. Daar and A.Binsumeit Al Khitamy, ‘Bioethics for Clinicians: 21.Islamic Bioethics’ (2001)
Canadian Medical Association Journal, 164(1): 60-63. p.60

43 Larijani, B, Zahedi, F, and Taheri, E ‘Ethical and Legal Aspects of Organ Transplantation in Iran’
(2004) 36 Transplantation Proceedings, 1241-1244. p.1241

"4 Rispler-Chaim,V,Islamic Medical Ethics in the 20" Century’ (1989) 15 Journal of Medical Ethics,
203-208, p.204

™ Al-Quran: Surah Al-Sajdah: 7-9. The translation of the verse is: “Who made all things good, which He
created, and He began the creation of man from clay then He made his seed from a draught of despised
fluid. Then He fashioned him and breathed into him His spirit, and He appointed for you hearing and sight
and hearts. Small thanks do you give”.

"8\Muhammad Hashim Kamali in his book Principles of Islamic Jurisprudence, (1991) Cambridge,
Cambridge Islamic Texts Society, p.169 defines Ijma as the unanimous agreement of the mujtahideen
(jurists) of the Muslim community of any period following the demise of the Prophet Muhammad on any
matter.

™7 Muhammad Hashim Kamali in his book Principles of Islamic Jurisprudence, (1991) Cambridge,
Cambridge Islamic Texts Society, p.169 defines Qiyas as the extension of a Shariah value from an original
case to a new case because the latter has the same effective cause as the former.

8 Nazeem M.1.Goolam, ‘Human Organ Transplantation-Multicultural Ethical Perspectives’ (2002) 21
MEDLAW 541. p.544.
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which is contained in the primary sources™®. So, the Islamic Fundamental principles

remain constant, but their application varies considerably ”°.

Whenever appropriate, consideration is also given to maslahah™"

(public interest) and urf
(local customary precedent)’. However all this must still be applied in the light of
general guidance available in the primary sources. Islamic scholars will discuss the legal
implications and parameters of each new incident to provide the most comprehensive
legal judgement for each new issue put forward. By this approach, Islam has the
flexibility to respond to new biomedical issues and technologies, especially with the
emergence of complex ethical dilemmas faced by the medical community, patients and
society at large. Most importantly, all decision-making must be carried out within a
framework of values derived from these sources, as its interpretations will subsequently

3 and scholars from

form the basis of Islamic law laid down. Often, the ulamas (Jurists)
Islamic universities, such as Al-Azhar in Cairo, are referred to for interpreting and
contextualising religious teachings of the Quran and Sunnah for the wider Muslim
community™.  This decision-making process is transparent with members of the
community being able to scrutinise the arguments put forward and all the textual material
supporting their edicts. Counter-arguments may be presented and it is common for two or

even more seemingly contrasting opinions to coexist’™.

Since Islamic law is not monolithic, Muslims can be affiliated with different juridical

schools and basically divided into Sunni and Shiites with both having their own school of

™9 \Janzan Paladin, A, 'Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital
J Neurol Sci. 255-258. p.258
0 Ipid

! Maslaha- The element of public benefit which is in line with the general spirit of Islamic Law and from
which the public may benefit. It is considered permissible even though the primary sources do not mention
anything about that particular issue. The maslaha is also one of the most useful tools of the Muslim jurists
to fill legal lacunae, explanation from V. Rispler-Chaim, ‘Islamic Medical Ethics in the 20" Century’
(1989) 15 Journal of Medical Ethics, 203-208. p.204

52 Muhammad Hashim Kamali. Principles of Islamic Jurisprudence ( Cambridge, Cambridge Islamic
Texts Society, 1991) p.283

73 Gatrad, A R © Muslim Customs Surrounding Death, Bereavement, Postmortem examinations, and Organ
Transplants’ (1994) BMJ 309:521-523 (20 August) p.521

™ Gatrad, AR, and Sheikh, A, ‘Medical Ethics and Islam: Principles and Practice’ (2001) 84 Arch. Dis.
Child 72-75, p.73.

5 Ibid
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thought”®. The Sunni school, for example, recognises four most important schools ™’

which differ in interpretation and legal formulation of the law. Subsequently, Muslims
are free to choose whichever judgement they prefer and find most agreeable although, in
practice, many will stick to their particular school of thought’®. Consequently, there can
be different views and various legal opinions on the same topic, although the overall
principle referred to is the same . To prove the flexibility of Islam in responding to new
biomedical technologies’, many ulamas have required specialist knowledge from
medical practice to provide them with a better, sounder understanding of the background
of each issue concerned’®’. Nevertheless, the general principle of Islamic Law in medical
cases always emphasises preventions and instructs that all patients must be treated well,
with compassion and respect. All aspects of the patient, including the physical, mental
and spiritual dimensions of the illness experience, must be noted and taken into

consideration’®,

As for organ transplantation matters in particular, guidance and fatwas on the subject
were developed, during Islamic conferences on religious matters, which were not
specifically mentioned in the Quran or the Sunnah’®. It is worth noting that both the
Quran and Sunnah neither sanction nor condemn its practice, thus providing room for
Muslim jurists to attempt to deliver the answers in the light of the Islamic teachings

available in the Quran and Sunnah’®. Consequently, different viewpoints have resulted

76 \/anzan Paladin, A, ‘Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital
J Neurol Sci 255-258. p.256

7 The four schools of law are the Hanafi, Shafie, Maliki and Hambali. Their legal activities crystallized
around the eighth and ninth centuries.

™8 Gatrad, A R, and Sheikh, A, ‘Medical Ethics and Islam: Principles and Practice’ (2001) 84 Arch. Dis.
Child. 72-75. p.73.

9 Vanzan Paladin, A, ‘Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital
J Neurol Sci 255-258. p.256

780 Abdallah S.Daar, A.Binsumeit Al Khitamy, ‘Bioethics for Clinicians: 21.Islamic Bioethics’ (2001)
Canadian Medical Association Journal, 164(1) 60-63

76! Gatrad, A R, and Sheikh, A, ‘Medical Ethics and Islam: Principles and Practice’ (2001) 84 Arch. Dis.
Child. 72-75. p.73.
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783 A Fatwa is a formal legal opinion or interpretation given by Jurisconsult (mufti) or leading Muslim
scholars or the consensus of learned opinions in response to a request from a judge (Qadhi) or
governmental authorities or ordinary people on certain current issues raised. This legal opinion is often
expressed in a question-answer format.

%4 Abul Fadl Mohsin Ebrahim, ‘Organ Transplantation: Contemporary Sunni Muslim Legal and Ethical
Perspectives’ (1995) Bioethics Volume 9, 291-302. p.292
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on the same issue, which explains the doubts and dilemmas faced by practising
Muslims®. For instance, the Islamic Code of Medical Ethics in 1981 approved the
practice of organ donation’® although, initially, there was some resistance, based on
cultural reasons rather than religious reasons, to accepting it into the Islamic world”®’.
The Muslim jurists involved had discussed the matter in detail and adopted a unanimous
consensus based on the principle of “the needs of a living human being have priority over

those of a dead one”; thus, organ donation was accepted768.

This change was a very important decision that led to changes in attitudes towards the
deceased body. By virtue of this Islamic Code, physicians were also given the
responsibility to find the needed organs, verify the donor’s death and practically conduct

the transplantation procedures’®®

. However, the doctors involved in verifying the donor’s
death should not be those involved in the transplant surgery; this is to avoid possible
premature advice to extract organs from terminally ill patients, favouring the other
party’’®. Additionally, no restriction on organ donation between different religions in

normal circumstances was clearly decided upon’™.

7.2 ARGUMENTS SUPPORTING ORGAN DONATION

Islam respects the human being both during life and after death. Thus, any matters related
to these issues are treated with sensitivity and priority. Muslims are expected to be
moderate and balanced in all matters including their health. This is mainly because all

. . 772
humans are treated as the crown of creation and are God’s vicegerents on earth''“.

" |bid

86 \World Med.J. (1982) 29 (5) 78-80.

767 Abdel Moneim Hassaballah, ‘Definition of Death, Organ Donation and Interruption of Treatment in
Islam’ (1996) 11 Nephrol Dial Transplant 964-965. p.964

768 \/anzan Paladin, A, ‘Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital
J Neurol Sci 255-258. p.257

" International Organization of Islamic Medicine (1981) Islamic Code of Medical Ethics. Kuwait City.
p.81.

% \/anzan Paladin, A, “Ethics and Neurology in the Islamic World. Continuity and Change’ (1998) 19 Ital
J Neurol Sci. 255-258. p.258

" Seyed R. Mousavi Shahid Behesti, ‘Ethical Considerations Related to Organ Transplantation and
Islamic Law’(2006) 4 International Journal of Surgery, 91-93. p.92
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a) PRESERVATION OF LIFE

Islam also puts priority on the preservation of life in all situations, as termination of the
life of a person is equivalent to the termination of the life of all humanity; conversely, the
saving of one life is regarded as the saving of all humanity. This is based on the following
Quranic verse:

“...whoever kills a human being for other than killing or corruption in the earth, it shall
be as if he had killed all mankind and who ever saves the life of one, it shall be as if he
had saved the life of all mankind”""

This verse clearly signifies how human life is valuable and must be protected and
preserved. The maintenance of human life is one of the ultimate goals of Islamic
legislation besides protection of individual freedom of belief, intellect, honour and

integrity, and property’”

. This requires that all possible means should be used for treating
and saving human life, provided that they are legally acceptable. Thus, taking into
consideration the verse above, organ donation procedures carried out with the aim of
saving lives would, without doubt, be considered an effort to preserve precious human
life while making legitimate any form of medical advances which save human lives’”.
This means that organ donation is strongly encouraged in Islam provided that it does not
significantly harm the donor, for example, by causing death or any permanent
disability’"®. Reflecting back on Islamic history, during the days of Badar and Uhud war,
it was reported that Prophet Muhammad had even replanted the eye of Qatada Ibn
Nukman, which had nearly come out, and had reconnected the hands of Muawith Ibn
Afra and Habib lbn Yusuf’”’. Later, there were also other incidents where Islamic
medical doctors had transplanted bones from humans and animals into injured soldiers

778

during war' . All of this provides strong evidence that organ donation is permissible and

approved by the teachings of Islam.

" Al-Quran: Surah Al-Maidah:32

" Gatrad A R, and Sheikh A, ‘Medical Ethics and Islam: Principles and Practice’. (2001) 84 Arch. Dis.
Child. 72-75. p.73.
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Brain Death’ (1997) 29 Transplantation Proceedings 3217

""" Abu Bakar Yang, ‘Sejarah Pemindahan Organ dan Tisu’, (2006) VISI, Issue 61-Jan, Institute of Islamic
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Although all the religious leaders agree that human beings do not own their bodies, as
they actually belong to Allah (God), the majority view convincingly still permits and
positively responds to organ donation done with the intention of saving lives and curing
serious diseases’”. Saving the life of a living person is more important than the
sacredness of the deceased person because the end justifies the means’®’. Some may
argue that it violates the cadaver’®, but this contention is refuted by the argument that
one is permitted to commit a lesser evil in order to combat a greater evil; in other words,
if the general gain outweighs the negative aspect of an action, it is allowed, but if the
negative consequences of such action outweigh the good, then it is prohibited®2. So,
permitting organ transplantation is weighed as a lesser evil than allowing the death of a
patient to take place if the transplantation cannot occur. Analogically, Islamic Law does
allow the belly of a dead pregnant woman to be cut for the sake of removing the foetus if
there are any signs of life detected from the foetus’®. However, it is undeniable that
Islam forbids any act of aggression against human life as well as the body after death, but

reliance on the doctrine of Maslahah Mursalah’®

makes the public interest and benefit
outweigh the negative aspect of such action. This means that, while the deceased body
needs to be respected, the life of a living human is considered to be more valuable and

should be saved when the two are in conflict.

It is equally important to honour the sacredness of the body and it is an important interest
that must be respected; however, maintaining the health of the members of the nation as
much as possible and protecting them from suffering and death is even more essential.

Allah said the following to this effect:

" Al-Mousawi, M, Hamed T, and Al-Matouk, H, ‘Views of Muslim Scholars on Organ Donation and
Brain Death’ (1997) 29 Transplantation Proceedings 3217
"8 E|-Shahat, Y. I. M, ‘Islamic Viewpoint of Organ Transplantation’ (1999) 31 Transplantation
Proceedings, 3271-3274 .p. 3273
81 Nazeem M.1.Goolam, ‘Human Organ Transplantation-Multicultural Ethical Perspectives’ (2002) 21
MEDLAW 541. p.544.
782 Abul Fadl Mohsin Ebrahim, ‘Organ Transplantation: Contemporary Sunni Muslim Legal and Ethical
%(Sarspectives’ (1995) Bioethics, Volume 9 Number 3/4 291-302, p.295
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“He had explained to you in detail what is forbidden to you, except under compulsion or

necessity” "%,

Islam emphasizes that it is crucial and significant to save and maintain human life. That is
why, in certain situations of “dharurah” (necessity), an exception can be made to allow
and make permissible things that are forbidden in normal circumstances. Muslims are
allowed to do what is forbidden if they are exposed to danger or imminent death’®®. For
example, the prohibition on Muslims eating carrion or drinking wine is suspended in
situations of extreme necessity so as to maintain survival and life. This is illustrated by a
verse in the Quran which says the following:

“He has forbidden you only carrion and blood and swine flesh, and that which has been
sanctified to (the name of) any other than Allah. But he who is driven by necessity,

neither craving nor transgressing, it is no sin for him. Allah is Forgiving, Merciful ™

b) NECESSITY MAKES FORBIDDEN THINGS PERMISSIBLE

Necessity or great need can be relieved by using prohibited matters, which eventually
puts aside the evil and gives priority to the resulting benefit’®. There is a juristic legal
maxim that says, “Necessity makes forbidden things permissible”"®®. This again stresses
that whatever is legally forbidden becomes permissible in circumstances of extreme
necessity. People’s need of life-saving treatment and efforts taken to eliminate the danger
of organ diseases by having organ transplantation is considered a necessity which

790

justifies the means™. A ‘need’ may be considered an extreme necessity whether it be for

an individual or in general, particularly when it persists and represents danger’*. So, if a

"8 Al- Quran. Surah Al-Nahl: 89.

78 E|-Shahat, Y. 1. M, ‘Islamic Viewpoint of Organ Transplantation’ (1999) 31 Transplantation
Proceedings, 3271-3274, p. 3273
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8 Shaheen, F.A.M., and Souqiyyyeh, M.Z, ‘Increasing Organ Donation Rates From Muslim Donors :
Lessons From A Successful Model’ (2004) 36 Transplantation Proceedings 1878-1880, p.1879
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skilled and reliable doctor decides that, in the best interests of the patient and to save
his/her life, there is a need to take an organ from a donor and transplant it into the patient,
that practice will be considered to be in harmony with the teachings of Islam as it is done
in due course of necessity. The Supreme Council of Ulama in Riyadh has allowed both
organ donation and organ transplantation in the case of necessity’®. This was followed
by another confirmation of acceptance of organ donation and transplantation activities by
the Figh Academy of the Muslim World League in Makkah, in its 8" Session’®.

c) HELPING EACH OTHER BASED ON BROTHERHOOD

It is evident that organ transplantation is a life-saving treatment; thus, the general rules on
life-saving treatments are applicable to organ transplantation procedures’*. Furthermore,
Islam also encourages its believers to help each other as they are considered brothers. The
Quran states to the effect,

“Help you one another in righteousness and piety”’®

The verse clearly urges Muslims to strengthen their religious ties through brotherly love
and mercy, so that they may be like one unified body. By having organ donation, clearly
this spirit of helping each other, cooperation and gifting is encouraged. This also closely
relates to the concept of Maslahah Mursalah where priority consideration is given to the
public interest and the general welfare of the community at large over specific

individuals’.

792 Resolution No. 99 dated 6 Dzul Qi’dah 1402 quoted in Medical Fatawa dated 22 May 2006. Organ
Donation. World Fatwa Management and Research Institute Islamic Science University of Malaysia.
http://infad.usim.edu.my/. Viewed on 4 February 2009.

7 The Session was held between 28 Rabi’ul Thani-7 Jumadul Ula, 1405. Quoted in Medical Fatawa dated
22 May 2006. Organ Donation . World Fatwa Management and Research Institute Islamic Science
University of Malaysia. http://infad.usim.edu.my/. viewed on 4 February 20009.

%4 Sahin Aksoy, ‘A Critical Approach To The Current Understanding of Islamic Scholars on Using
Cadaver Organs Without Prior Permission’ (2001) Bioethics, Volume 15 Number 5/6 p.466
"5Al-Quran. Surah Al-Maidah:2

7% Nazeem M.1.Goolam, ‘Human Organ Transplantation-Multicultural Ethical Perspectives. 217 (2002)
MEDLAW 541. p.544.
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d) SEEKING CURE AND TREATMENT FOR ILLNESS
Although Muslims understand that illnesses, sufferings and dying are part of life and

h797

represent a test from Allah™’, Islam also enjoins its believers to seek remedies. In a

renowned saying, the Prophet Muhammad is reported to have said,

“There is a cure for every illness, though we may not know ityet”798.

In another Sunnah, The Prophet also said,

“O servants of Allah! Seek remedies! He who causes ailments also brought cures and
redemption. There is a cure for every illness”"®°.

Seeking treatment is specifically urged by Islam for hereditary as well as acquired
diseases and ailments. This in no way conflicts with the Islamic teachings of
perseverance and acceptance of God’s will®®. The sick patient who shows fortitude and

acceptance of his sufferings will gain Allah’s credit®"

as Islam enjoins its people to
protect the security, health and safety of Muslims and considers lawful any effort to treat

and cure diseases.

[liness may be seen as a trial or a means to cleanse an ordeal, but it is not viewed as a
curse or punishment or even an expression of Allah’s wrath. That is why patients have
the obligation to seek treatment and avoid being fatalistic, while physicians have the
responsibility to strive to cure and heal the patient, although Allah is indeed the ultimate
healer®®. This justifies new methods of treatment including organ donation which should
be accepted as it will result in great benefit and has proved successful in saving many

patients’ lives. This also extends the discussion on how Islam promotes the perseverance

7 G.Hussein Rassool, ‘The Crescent and Islam: Healing, Nursing and Spiritual Dimension. Some
Considerations towards an Understanding of the Islamic Perspectives on Caring’ (2000) 32(6) Journal of
Advanced Nursing, 1476-1484, p.1479

"% Al-Bukhari MI, Sahih al Bukhar, 1958 Vol.7. Cairo. Maktabat al-Shcab. (Kitab al-Tib)

99 Al-Bukhari MI: Sahih Al-Bukhar, 1958 vol.2. Cairo: Matbaat Al-Sihaba, p.107.

899 Muzammil Siddigi. Organ Donation. http://www.oxfordislamstudies.com/article/book/islam-
9780195174304/islam-9780195174304-chapter-

81 Abdel Moneim Hassaballah, ‘Definition of Death, Organ Donation and Interruption of Treatment in
Islam’ (1996) 11 Nephrol Dial Transplant 964-965, p.965.

802 Abdallah S.Daar and A. Binsumeit Al Khitamy, ‘Bioethics for Clinicians: 21 Islamic Bioethics’ (2001)
Canadian Medical Association Journal, 164(1) 60-63, p.60
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of human life, again highlighting how organ donation makes this possible. Any harm
done by removing an organ from a deceased individual should be weighed against the
benefit obtained and the new life restored to the recipient. Thus, the principle of saving
human life takes precedence over whatever assumed harm might occur to the deceased
body.

e) ENJOINING ALTRUISM

Another value that is strongly promoted in Islam is altruism, where one puts the interest
of one’s fellow Muslims above one’s own. This is indeed considered an exceptional ideal
because one must undergo hardship for the sake of assisting one’s brother. So, in relation
to organ donation issues, this spirit is conceptualized when a person is willing to donate
their organs after death in order to save the lives of their brothers who are in need of the
organs to survive. This benevolent deed is based solely on altruism as Muslims believe
that human beings are equal and there is a moral obligation to help others by saving

lives®®®

. Allah says the following:
“Help you one another in righteousness and piety”®*. This spirit of helping each other is
also emphasized by the Prophet when he said,

“Whoever helps a brother through his difficulty, God will help him through his
difficulties on the Day of Judgement ™.
The Prophet also said, “The believers, in their love and sympathy for one another, are
like a whole body; when one part of it is affected with pain the whole of it responds in
terms of wakefulness and fever*®.
Moreover, organ donation is also considered a charitable contribution which is highly
recommended in Islam. Muslims are rewarded by Allah if they contribute “Sadagat ul

Jariiiya” (charity contributions) to others. In the Quran, Allah mentions,

83 Orit Brawer Ben-David and Aref Abu-Rabia, ‘The Experiences of Islamic Minorities in Non-Islamic
States’ (2002) 21 MEDLAW 281. p.5

804 Al-Quran. Surah Al Maidah : 2

85 Hadith cited from ‘The Muslim Law (Shariah) Council and Organ Transplants’, (1996) 4 Accident and
Emergency Nursing, 73-75, p.74.
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180



“Allah has forbidden you not those who warned not against you on account of religion
and drove you not out from your homes, that you should show them kindness and deal

justly with them. Allah loves the just dealers®"’

Therefore, being generous and bestowing favours is required®®®

. A contemporary Muslim
scholar, Dr.Yusuf Qardawi, during the First GCC Organ Transplantation Congress in
Abu-Dhabi, in February 1998, stated in his fatwa that:

“The attitude of Islam regarding organ donation and organ transplantation is clear and
unquestionable. On different occasions we informed the medical organisations in all
Arabic and Islamic countries of the legal Islamic opinion which is in favour of organ
donation, as long as we are sure that all the moral and religious conditions have been
met”. This shows that Islam is in favour of organ donation; however it must only be
practised within certain religious restrictions. For example, organ donation must only be
carried out as a means of treatment and if there is a high degree of success resulting from
it?®. Elements of consent must also be obtained from the donor him/herself or at least
his/her heirs®®. The organ can be taken from the body of a living person with his/her
consent, but the jurists have stipulated that this kind of donation must not deprive him/her

811 As for cadaver donations,

of his/her vital organs or cause risks to his/her normal life
death must be fully established and the recipient patient also needs to be informed so that

he/she really understands the intended operation and its possible implications®.

Islamic jurisprudence does not prevent Muslims from donating to non-Muslims or vice
versa. According to Dr.Yusof Qardawi, body parts of human beings cannot be considered

to have become believers or non-believers in Islam. Rather, all body parts are to be

87 Al-Quran., Surah Al-Mumtahinah : 8

8%8Quoted from Orit Brawer Ben-David and Aref Abu-Rabia, ‘The Experiences of Islamic Minorities in
Non-Islamic States’ (2002) 21 MEDLAW 281. p.287
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and Research Institute Islamic Science University of Malaysia. http://infad.usim.edu.my/. viewed on 4
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considered as believers in Islam already, since everything that is contained in the human
body praises the Lord. So, accordingly, it is permissible for a Muslim to receive a bodily
organ from a non-Muslim and, in the same way, a Muslim is allowed to give a bodily
organ to a non-Muslim. But, of course, priority is given to a Muslim in cases where a
donating Muslim is offered a choice®®. Dr.Yusuf Qardawi added that it is not
permissible to donate an organ to a non-Muslim combatant who wages war against
Muslims or a person who perpetrates attacks on Islam. Additionally, it is not permissible
to donate organs to an apostate as he/she is no less than a traitor to his/her religion and
people®™. In cases where there is both a Muslim and a non-Muslim in need of the organ
or blood donation, the Muslim must be given priority. This is based on the Quranic verse
which states to the effect,

“The believers, men and women, are protectors of one another”®*.

It is also of significance to note that a Muslim can donate his/her organs to a certain
person, or to an established institution such as a bank specified for that purpose®™.
Finally, there are strong arguments put forward to support organ transplantation which
basically rely on the concept of necessity, promoting a lesser evil and comparing the most
benefit that would result from the conflicting interests. Based on the principles and
arguments put forward, Muslims are permitted to donate organs both during life and after
death. There is also no restriction on the distribution and allocation of organs harvested.
In line with the spirit of brotherhood, mercy and compassion it promotes towards all
inhabitants in this world, Islam allows Muslims to donate organs to Muslims and non-
Muslims alike. This indirectly reflects that Islam is not a religion that promotes
discrimination among its believers, certainly not in a situation of necessity where

precious human lives are at stake.

813 Medical Fatawa dated 29 June 2007. Donating Organs to Non-Muslims. World Fatwa Management and
Research Institute Islamic Science University of Malaysia. http:/infad. usim.edu.my/, Viewed on 4"
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7.3 ARGUMENTS AGAINST ORGAN DONATION
Despite strong arguments in favour of organ donation, there is still another view that

argues that it is not permissible for Muslims.

a) THE HUMAN BODY IS ADIVINE TRUST

These Islamic scholars contend that the human body is the sole property of Allah. The
donor of life is Allah and the determinant of death is also Allah. So, because a person
does not own his/her body, the individual cannot therefore decide to give away any parts
of his/her body to another person. No man or authority has the right to decide fate or end

817

a human’s life””', any more than to give away their body parts to others. The human body

is sacred and regarded as an “amanah” (divine trusteeship) *°

given by Allah, the
Creator. Allah is the sole owner of the Trust while the human being is God’s trustee.
Similarly to the concepts in the Law of Trust, a trustee must act in accordance with the
wishes of the owner of the Trust. From this point of view, donation of human organs
would not be permissible as one cannot conduct conveyance of something of which one

is not the true owner®®

. A comparison was also made between organ donation and the
prohibition of selling organs. The latter is prohibited according to the Islamic Law as it is
considered that one is not allowed to sell something that one does not really own. Let us
apply this reasoning to organ donation cases in particular: as we do not own our organs, it
is impossible for us to decide to donate them to someone else®”. The body of a person
either living or dead actually belongs to Allah alone. Therefore, no-one, not even his/her
descendants, has any right to sell, donate or even dispose of his/her body except to bury

him/her according to the principles of Islam®.

817 Abdel Moneim Hassaballah, ‘Definition of Death, Organ Donation and Interruption of Treatment in
Islam’ (1996) 11 Nephrol Dial Transplant, 964-965, p. 964
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b) PROTECTING THE SANCTITY OF THE DEAD

Not only is the individual forbidden to dispose of his/her own body by damaging it
through amputation or extreme punishment, but mutilation and suicide are also forbidden.
Verses in the Al-Quran say to the effect,

“Do not kill (or destroy) yourselves: verily Allah has been to you Most Merciful ”®%.
and

“Make not your hands contribute to your own destruction™®®,

These two verses clearly explain that one cannot Kill or destroy oneself, nor is one
allowed to abuse the sanctity of another individual, cause assault or inflict injury on him,
as these practices are not permissible in Islam. However, there are certain exceptions
granted to the court of law, which may accordingly pass a death sentence against a person
as punishments for crimes committed, for example, following conviction for

premeditated murder or any other serious crimes®

. The Quran also warns man about the
consequences of taking someone’s life, as based on this verse where Allah says that,

“If anyone slays a human being unless it be (in punishment) for murder or for spreading
corruption on earth, it shall be as if he has slain the whole of mankind; whereas if anyone
saves a life, it shall be as if he had saved the life of all mankind ">,

After consideration of all the verses discussed above, some Muslim jurists have
concluded that, since Islam forbids any act of aggression against human life as well as the
body after death, organ donation from cadavers is an act equal to mutilating the corpse
and, thus, should not be permissible. The Prophet Muhammad is reported to have stated,
“Breaking the bone of the dead person is similar in sinfulness and aggression to
breaking it while the person is alive®%.

This Sunnah supports the argument put forward that Islam stresses the importance of
body wholeness at death®’ and is against any form of bodily aggression which could lead

to mutilation of the body®?,
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Another substantial argument put forward states that, if organ donation were allowed, it
would delay the burial and possibly violate the integrity of the deceased body®?°. The
teachings of Islam encourage the burial of the dead corpse as an intact cadaver as soon as
possible, out of respect for bodily sanctity®*. Muslim corpses are not cremated®:.
However, when organ donation procedures are to take place from cadaver donors, this
will obviously cause some significant delay in the burial process. Corpses of the dead
must also be treated with respect and Islam strongly prohibits mutilation or any
destruction of the body. However, this sanctity can only be broken if it conflicts with a
more important and urgent interest, for example, for the sake of saving another human
being’s 1ife®*. So, in conclusion, it seems that arguments against organ transplantation
are primarily based on two main factors, which relate to treating the human body as a

divine trust and protecting the sanctity of the dead.

7.4 ISLAM AND LIVING DONATION

Generally, organ donations from living donors are permissible in Islam. However, the
principle of “doing no harm” takes priority in the application of the procedure. Donors
are not allowed to give up one of their vital organs before death®3 which would then
cause danger and subsequently end their life. For example, donating one’s heart to
another person while one is still alive is not allowed as this would surely cause death to
the donor: no-one can survive without a heart, which is needed to pump oxygen and
blood to the body. Consequently, this would be regarded as an act of homicide or suicide,
which is considered the most abominable of crimes in Islam. Basically, every donation

should cause no harm or, at the very most, only a minimal increased risk to the health of
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the donor. This also re-emphasizes the principle that life is sacred; thus, it is considered

of great importance to be well-maintained and protected.

Generally, most Islamic scholars do permit all types of organ donation once certain
requirements are fulfilled. In living donations, consent must be obtained from both donor
and recipient®®*. The Senior Ulama Commission’s Decision in 1982 stated: “The board
unanimously resolved the permissibility of removing an organ, or a part thereof from a
Muslim or a non-Muslim living person and grafting it into someone else should the need
arise, as long as the following two conditions are met:

1) that there be no exaggerated anticipated risk to the donor in the removal; and

2) the transplantation seems likely to be successful”®®.

Later, in June 1988, Dr. Sheikh Muhammed Tantawi, the Grand Mufti of Egypt, in his
Fatwa also allowed living organ donations provided that they are done with adherence
towards religious and judicial conditions. Another similar fatwa further supporting living
organ donation is from the Al-Azhar University in Cairo dated 4™ January 1994, which
states,

“It is allowed for a person to donate an organ while he is alive, as long as this does not

unduly endanger his life and it follows the religious and legal conditions™ %%,

So, from all the above, it can be concluded that organ donation from living donors is
allowed as long as the element of consent exists and it does not cause substantial harm to
the living donor. Sheikh Ahmad Kutty, an Islamic scholar at the Institute of Toronto,
Ontario, Canada, concurs with those previous views, but added that the required consent
must be obtained from a person who is in full possession of his/her faculties and is able to
make a sound decision for him/herself. He/she must be an adult of at least twenty-one
years old, and the donation must be done of his/her own free will without any external

pressure being exerted upon him/her. He also emphasized that the donation must not be a
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vital organ upon which he/she is depending for survival and sound health®’.

Transplantation of sexual organs, however, is not permissible®*.

Living organ donations are normally categorised into related and unrelated organ
donations. Basically, the Islamic jurists have agreed that both types are permissible as
long as the main element of consent is in existence. It is also permissible for the organ
recipient to show gratitude towards the organ donor by offering a gift, such as money®%.
Nevertheless, this must not be regarded as payment for the organs since organ-selling is

not permitted by most religious scholars®®.

In a separate study conducted among thirty-two senior scholars from six Islamic countries
of Kuwait, Saudi Arabia, Iran, Egypt, Lebanon and Oman, twenty-one scholars agreed
that the donor should be permitted to ask the donee for a reward in return for his donated
organ®*. However, this does not affect the principle that human organs are not ordinary
property or commodities, which means that they should be donated freely in response to
altruistic feelings of brotherhood and love for one’s fellow beings®?. Donations of organs
must not be considered a legitimate way of trading or even a means of earning a regular

living®®.

There is also a view that suggests the possibility for some financial transaction to be
acceptable based on the fact that Islam is robust and a natural way of life®**. Ibn Qudama,

in the 14™ Century, had allowed the sale of an organ of a living person which later
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become the basis for further allowing organs from deceased persons to be re-used®®.
According to Al-Mahdi, Chairman of the Neurosurgery Department at Ibn Sina Hospital
in Kuwait, we must countenance the possibility of offering the donors some “material
recompense”, especially during times when organs are very scarce and the supply is
inadequate®®. He also suggested that the amount for “material recompense” should be
half the blood money, which is also equivalent to the sum of money paid by the Health
Ministry to obtain a kidney from abroad®’. This view is supported by Sheikh Muhammad
Tantawi, the Grand Mufti of Egypt, who, although he was generally against organ trading
and considered such transactions invalid and prohibited, nevertheless made an exception
for it, especially in very rare cases where reliable doctors decided that a patient’s life was
totally reliant upon that sale’. So, to conclude, although the majority agree that there
should be no monetary transactions or any financial benefit involved from the organ
donation, the ruling is not absolute and can be waived depending on the urgency of each

case although this, perhaps, is very unlikely to happen.

7.5 ISLAM AND CADAVERIC DONATIONS

Organ donation from cadaver donors has been accepted and approved by the majority of
Muslim scholars. The Senior Ulama Commission’s Decision in 1982 resolved, by
majority vote, that it is permissible to remove an organ or part thereof from a dead
person for the benefit of another Muslim, taking into consideration the necessity of doing
so and the likelihood of its success®*®. Later, Dr. Sheikh Muhammed Tantawi, the Grand
Mufti of Egypt, in his Fatwa of June 1988, also permitted cadaver organ donations
carried out with the intention of saving another person’s life or helping him/her recover
from illness®®. Another well-known contemporary Muslim scholar, Dr. Yusuf Qaradawi,
during the First GCC Organ Transplantation Congress in Abu-Dhabi, in February 1998,

upheld the same view and declared in his fatwa that,
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“There are no judicial objections to the donation of cadaveric organs with the permission
of the immediate family, for whoever needs these organs, considering also the desire for
the redemption of the deceased.”

From this fatwa, it was re-emphasized that cadaver organ donations are allowed and have
been given a ‘green light’, for the benefit of Muslims. However, the element of consent is

still required before the procedures can take place.

On 4 January 1994, a similar fatwa was released from the Al-Azhar University in Cairo,
approving organ donation from a recently deceased person to a patient in need of it. This
fatwa also stressed in particular the need to get the prior approval of the donor
him/herself while alive, or from his/her immediate relatives, and further concurred that
there is no religious proof at all that such practices are forbidden®°. Sheikh Ahmad Kutty
preferred the consent requirement to be freely made by the donor him/herself prior to
his/her death and further suggested that this could be done expressly through a will or by
the donor signing a donor card. Only in cases where the donor did not signify his/her
consent before his/her death would the deceased’s closest relatives be allowed to make
the decision on the deceased’s behalf. As for the organ involved, it must be medically
checked and verified as healthy and it should be capable of saving life or maintaining the
quality of living of another human being. These organs must only be removed from the

deceased party after death has been confirmed through reliable medical procedures®.

Subsequently, the Head of the Azhar Islamic Institute, the Grand Mufti in Egypt, the
Saudi Grand Ulama Council, the Grand Mufti in Kuwait and Irag, Algiers Supreme
Islamic Council and the Council of Islamic Ideology in Pakistan have all approved organ
donation from dead persons accordingly®?. Recently, some religious authorities have

waived the need to obtain family permission and allowed cadaver organs to be procured
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even if the deceased person had not made a declaration for organ donation®®. These
scholars have also exempted physicians from paying a legal penalty for removing organs
in such cases®™*. Additionally, there are also claims that cadaveric organ donation is
allowed even if the deceased person had made a declaration that any money obtained
from the recipient must be spent paying off his/her debts or used for public welfare rather

than just to save a life®®.

7.6 THE PRACTICE OF ORGAN DONATION IN A FEW ISLAMIC
COUNTRIES

Organ donation in Islamic Countries started at different paces. In the Middle East, for
example, organ donation activities started in the mid-sixties and, even though the
procedure is now regularly performed, there are still several countries that lack basic
transplantation programmes®®. Generally, most of the renal transplant programs started
in the late 1970s and early 1980s®’. Progress depended on a combination of many
factors. It was partly related to the economic situation but also depended on other factors
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such as the religious rulings (fatwas) applicable®®, societal outlooks and views®®, the

medical and surgical expertise, motivation®® and the governance of systems and law
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regulating it™". In many Arab Muslim countries, organ donation is now considered by

some as a “perpetual” charitable act®™®. However, despite these positive assertions, there
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are still some South Asia Muslim scholars (ulemas) and jurist (muftis), in Iran for
example, who reject and oppose organ donation®® despite clear rulings available from
religious leaders®*. Their main reason for this opposition is that the human body is
understood as an “amanat” (trusteeship) from Allah (God) and must not be desecrated
following death. However, they support xenotransplantation and any research done in this
area®. On the other hand, some other Islamic countries, such as Saudi Arabia, Iraq,
Kuwait and Jordon, already have specific laws that legislate on cadaveric organ
donations. Even more surprisingly, Egypt had already instated its law on corneal donation

in 1959, although donation of other organs had not yet been formally approved®®.

The problem of organ shortage also exists in these Islamic countries and this is very
much related to the lack of legislation and the absence of organ donation organisations®’.
Countries of the Middle East, including the North African countries of Morocco, Algeria,
Tunisia, Libya and Egypt, as well as Cyprus, Turkey, Iran, Pakistan, Jordan, Syria, Iraq,
The Gulf Countries and Yemen are still trying to improve their organ donation rates®®,
Although there is a lot of diversity among these countries, they all show a predominance
of living donations compared to cadaveric organ donation ®°. Another similarity is that

these countries face religious and cultural challenges in promoting organ donation .

As a result of the organ shortage, most patients in the Middle East needing organs such as

livers, hearts and kidneys normally die, or travel to Europe or North America for life-
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saving transplantations due to the shortage of deceased donors®*. This problem has also
encouraged organ-trading and transplant tourism activities. Statistics show that there are
only about 15 donors per million of population in the Middle East, compared to 27 in
Europe and 52 in USA®"2. However, the Middle East countries do have the advantage of
an established organisation known as The Middle East Society for Organ Transplantation
(MESOT), established in 1987. This MESOT regulates, discusses and elaborates between
various transplant organisations in the Middle East while providing a platform to promote
organ donation and addressing related problems faced collectively®”. To further improve
its functions, it is suggested that countries in the MESOT region should also set up a
National Centre which coordinates all member countries®”*. This Centre should be
financially supported by the community and should consider both cadaveric and living
organ donations. Its main focus should be on the medical community, lay public and
religious institutions, including gaining full support from the government of each

country®”.

a) SAUDI ARABIA

Saudi Arabia is an example of an Islamic country with an excellent record of organ
donation, as hundreds of living-donor and cadaveric transplants of kidneys, liver, heart
and other organs are performed every year®”®. Although once considered the most
conservative Islamic country, Saudi Arabia has now advanced to become one of the most
influential sources of ethical Islamic judicial views and rulings which expand and
promote organ donation. It all started with the first resolution of the Islamic Council in

Saudi Arabia (Senior Ulama Commission) on organ donation and transplantation, issued
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in 1982, which had cleared out ambiguities and confirmed that tissue and organ
transplantation from both living and cadaveric donors is permissible and within the

teachings of Islam. Their religious leaders, too, have no objections to its application®’.

Saudi’s model of organ donation activities includes having a national organ procurement
centre which is run and supervised by a government agency®”®. Moving forward from
this, Saudi started performing kidney, heart and liver transplants locally. Statistics
published from the Saudi Centre for Organ Transplantation (SCOT) showed that 870
cadaveric and 780 living kidney transplants from relatives were performed in the
Kingdom from 1988-1998%%. Subsequently, this led to the formation of the National
Kidney Foundation in 1985 which was later renamed the Saudi Centre of Organ
Transplantation (SCOT). Its main tasks are quite similar, as it coordinates and establishes

all activities related to transplantation®!

. At the same time, SCOT was also responsible
for setting strategies to improve awareness among the medical community and the public
at large about the importance of having organ donation procedures taking place®®?. A
coordinated system between donating hospitals and the transplant centres was also set up

to achieve this mission®®,

SCOT had taken various approaches to improve the awareness of the medical community
and the public at large on this issue. Within the medical community, it adopted steps such
as providing training courses, making visits to donating hospitals, hosting conferences,

releasing publications including journals, booklets, pamphlets, posters and books, and
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planning the curricula of medical schools and postgraduate hospital trainings®®*. For the
public community at large, a slightly different approach applied as SCOT focused on
holding public debates, utilizing the media, including television and local press, and
distributing booklets and pamphlets. A few public surveys were also conducted and

regular visits were made to schools as part of their promotion of organ donation 5.

Saudi Arabia, through SCOT, had set up an efficient coordination and communication
system equipped with supportive means of transportation to facilitate the movement of
the transplant team, organs and recipients®®. They also had a directory and an established

887

system for organ distribution™". At the same time, their Islamic views on organ donation

issues have always been a strong influence on and role model for other Muslim countries.

On organ-trading issues, Saudi Arabia has a clear stand, forbidding all kinds of organ
sales including apparent emotionally related organ donation, and permitting only organ
donation among genetically related individuals and spouses®®. By the end of 2002, Saudi
Arabia had successfully transplanted many organs locally, including 3,759 successful
kidney transplants, 279 liver transplants, 92 heart transplants, 421 cornea transplants and
8 lung transplants, plus bone marrow, heart valve, skin and bone transplantations t00®*°.
Undeniably, Saudi Arabia is currently the leading Islamic country in organ donation and

the survival rates are excellent®.
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b) UNITED ARAB EMIRATES

The United Arab Emirates (U.A.E) had passed their own law to regulate organ donation
matters in 1993%", These laws were based on the Islamic principles and many existing
fatwas on the issue. Among others, Article No.1 mentioned that medical specialists are
allowed to remove organs from a living person or someone recently deceased and can
transplant them into a patient as a form of treatment to save his/her life. However, this
must be performed according to the conditions and procedures of the law specified
therein. There are also provisions touching on living related donation where a few
conditions that must be fulfilled were laid down. Among others, it requires both the living
donor and the recipient to have a blood relationship of not less than the second degree, or
the donor should be a wet nurse or her children or spouse. These relationships should be
attested to by specialised official organisations. The donor is also required to be in good
health, both physically and psychologically, and certain medical examinations will be
performed to confirm this. However, a case of living donation can only take place if it
can be guaranteed that it will not be harmful to the parties, both donor and recipient.
Donation of a single organ such as the heart is not allowed as the donor him/herself is

dependent and needs that organ too.

As for the donor him/herself, the act of donating organs must be done without any social
or financial pressure being exerted. Written consent must be obtained and signed by the
donor him/herself and he/she has full rights to change his/her mind at any time before the
surgery commences. The donor must also be fully informed of any possible risks and
hazards that might arise due to the donation and all this must be documented in his/her
medical file. The U.A.E. Transplantation Law also has a provision which protects the
position of the organ recipient by not allowing the organ donor to later reclaim his/her
organs. In cases of cadaveric organ donation, there are also certain conditions to be
adhered to. Firstly, there must be confirmation and documentation of brain death which is
done by following the procedures laid down in the brain death documentation form. In
order to avoid conflict of interest, it is a requirement that the medical team involved in

the organ donation procedures must not be the same ones diagnosing and confirming the
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brain death of the patient. Consent for organ donation should be obtained from the
relatives of the brain-dead patient and must be obtained in accordance with the special
consent form. Alternatively, if the brain-dead patient cannot be identified, consent from
the official specialised organisation should be obtained before the organs are taken.
However, if there is any evidence of refusal to donate organs which had been expressed
by the deceased in his/her will when he/she was still alive, and that particular will has

been attested by two witnesses, harvesting of any of his/her organs is totally prohibited.

The law in U.A.E. also prohibits organ-trafficking or any act of seeking financial gain
from organ donation activities. Related to this point, the physicians involved are
forbidden to proceed with the donation if they have knowledge that it is being done for
any financial gain at all. However, solid evidence is needed to prove this. There are also
penalties in the form of imprisonment and/or fines (not more than DHs.30, 000) for those
who are found guilty of organ-trafficking and the punishment will be doubled if the same

person commits the same crime again within a two-year period.

c) EGYPT

There was some delay in the acceptance and practice of organ donation activities in
Egypt. Not only does it lack any federal policy on transplantation, but no national
procurement and organ distribution system is in existence either®®. Islamic jurists,
including great scholars, still conflict in their views on organ donation in particular. For
example, Sheikh Mohamed Mutwali al-Sharawi, a popular religious leader well-known in
the Muslim world, condemns organ donation in humans and claims it is a misuse of our
bodies, which belong to God, while treating it as an attempt to change God’s will. On the
other hand, Sheikh Mohamed Sayed Tantawi, the Grand Sheikh of Al-Azhar Mosque and
University, consents to organ donation activities provided they are done to save another
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person’s life™". To make things worse, not even the medical profession itself has reached

agreement on accepting organ donation®*, or on the concept of brain death®. Therefore,
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the ‘People’s Council’ (Parliament) has delayed the approval of the necessary law which

has actually been under discussion since 1991%%.

Although Egypt does allow living organ donations, this divergence of opinion between
two major religious leaders has caused the country to become paralyzed in its capacity to
develop cadaveric donations, resulting in more than 30% of its state budget for secondary
healthcare going towards dialysis treatments alone®’. Subsequently, the prohibition of
the procurement of cadaveric organs has resulted in living donors becoming the only
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source available™" and organ supply becoming even scarcer. However, Egypt does open

its doors to unrelated living donations taking place. It was reported that, in the early

1990s, 75% of the donations taking place involved unrelated living donors®®

. Apart from
the absence of a national distribution system for organs and small numbers of related
living donations taking place, other factors hindering Egypt’s progress are the patient’s

inability to afford the transplant surgery and also the high price put on each organ®®.

The impact of inadequate legislation regulating organ transplants has also turned Egypt
into a centre for the illicit organ trade®™ where up to 95% of the 3000 legal kidney
transplants per year, and hundreds of illegal ones, involve a commercial transaction®®.
Kidneys sourced from live donors are sourced by organ brokers, from young Egyptians

who are desperate to sell their kidneys to pay off debts or cope with the high cost of
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living®?: a kidney can be worth $2,185°. As a result of all this, in early 2010, the
Egyptian Parliament voted overwhelmingly to pass new laws regulating organ transplant
issues, including curbing illegal organ trafficking and tourism®®. The new law has not
only banned commercial trade in organs, but has also barred transplants between
Egyptians and foreigners, except in cases of spouses®®. All organ transplant financing
will be provided by the government, particularly in government-run hospitals®’.
However, although the definition of death is not given, any cases of potential organ
donation from deceased persons must be referred to a panel of three experts, who are
appointed by the Higher Committee for Organ Transplants, an affiliated body under the
Ministry of Health®®, This panel must reach a consensus on whether the potential donor
is dead because any removal of organs without the approval of the panel will be

considered as first-degree murder punishable by death®®.

d) IRAN

Organ donation has been practised in Iran for a long time. Avicenna was the great Iranian
physician who performed the first nerve repairs and, to this day, Iran has had one of the
most successful transplantation programmes in the Middle East region, including multi-
organ transplantations®®. One unique feature of the Iranian model of organ donation
scheme is that it allows renal graft donation from living unrelated persons®! and
emotionally related donors®* to patients with end-stage renal disease. So, spouses or

close friends who are willing to donate will undergo psychiatric and medical evaluation
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to ensure their motivation and rule out any elements of coercion®. Another important
aspect of Iranian law on organ transplantation is the prevention of commercial

dealings®*

, though it does have a reward system applicable.

Having been much updated legally, Iran also has the “Organ Transplantation and Brain
Death Act”, approved in 2000 by the parliament®®, which specifically requires that brain
death be diagnosed and certified by four physicians, namely a neurologist, a
neurosurgeon, a medical specialist and an anaesthesiologist. Similarly to the practice in
the United Arab Emirates, the same members of the medical team that diagnosed and
established brain death of a particular patient are not allowed to be part of the
transplantation team. However, in all cases, consent from the deceased, which had been
made earlier, must be obtained either in a written form or through a signed donor card.
Alternatively, in cases where there is no express consent of the deceased, the consenting

authority is extended to the next of kin.

In Iran, leading religious scholars have issued rulings that expressly allow cadaver and
living donations to take place. However, due to social and cultural factors, cadaver organ
donations are still not as popular®® as living donations. There are recent fatwas available
in Iran by leading scholars that mentioned the following:

1) paying diyyah (a fine for harm to the body) or for museh (disfigurement of the dead);
2) harvesting of cadaver organs from someone who has not made a wasiyah (will);

3) whether family permission (by next of kin or the inheritor of the deceased) could be

waived; and
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4) whether cadaver organs could be harvested if the donor specifies that remuneration
from the recipient should be granted for the purpose of general public benefit or to pay
donor debts®*’.

In reference to the above, it seems that, in a situation where there is no family member
available or when it is difficult to get permission and time is running short to save a
person’s life, it is not necessary to obtain permission first. And, if someone has made a
will specifying that his/her organs should be harvested after death, it is considered totally
legal to remove those organs, even to the extent of disregarding family objections in

order to save another Muslim’s life. Even the physician who performed the

transplantation will be totally exempted from making the diyyah payment™®.

In cases where the deceased did not want to donate his/her organs, but his/her family
wished to, the family is then allowed to make the decision according to their own wishes,
as long as it is done with the intention to save a life®*°. This practice actually provides
family members of the deceased with full authority to overrule and even decide on behalf
of the deceased. There are also provisions which allow organ donation to be turned into a
source of debt payment, or charitable acts, or any other obligatory acts on behalf of the
deceased. Therefore, if a person dies, in accordance with his/her will or his/her family’s
permission, his/her transplantable organs may be removed to pay off debts or for
charitable purposes®®. Interestingly, a person can also make a will stating that, after
his/her death, some or all of his/her organs may be sold for treatment or medical
education and that the proceeds should be spent on charitable works in that person’s

name®?,

Until 1988, all living donors had to be related to the recipient. However, as the number of

required organs increased, a controlled living unrelated donor programme was introduced
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in 1990%%, which eventually managed to eliminate the waiting list in 1999°% and
positively remove black market profiteering®®. Later, special partnerships were made
between the government and various charitable groups to compensate living unrelated
donors through governmental awards®?. In 1997, the government of Iran approved the
law related to the gift of organ donation, particularly kidneys. The “rewarded gifting”,
reimbursed through a non-governmental organisation, the Charity Foundation of Special
Diseases, could be considered a cost-effective system that also revolutionized the

distribution of organs®?®

. All organ donation procedures must take place in governmental
university hospitals and all hospital expenses are paid by the government®’. There are no
“middle men” involved and great precautions are taken to ensure all medical aspects are
completely adhered to”. However, this system is only available to Iranians, as foreigners
are not allowed to undergo organ donation under this scheme®. Here, patients confirmed
as having end-stage renal disease (ESRD) will be automatically referred to the Society

930

for Supporting Dialysis and Transplantation Patients™". Donors are required to be

healthy, aged between 18 and 35 and to have obtained permission from their parents or
spouse to register. This permission requirement is mandatory and must be obtained

before they are later introduced to their potential organ recipients®".
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By virtue of this ‘Iran Model”, organ donation programmes developed rapidly and the
government provided funds in spite of the large demand, lack of cadaver donors, high
cost of transplantation abroad, safety of kidney donation and availability of volunteers®?.
Looking at the other side of the story, this system also has some negative impacts, as it
has now become a common phenomenon for many young donors and impoverished
Iranians to agree to donate organs in order to pay off their debts. There have been real
cases reported where some donors later confess their feelings of regret as, consequently,
they now suffer from health problems and long-term psychological issues®*. The system
does seem to fuel assumptions that organ donation of this kind is not really done as an act
of altruism and voluntariness, but is caused by people’s state of poverty and is part of
their effort to gain government incentives®*. A study proved that all unrelated renal
donations taking place were from low or middle socioeconomic classes; 84% of them
were categorized as poor and the remaining 16% were from middle-class society®®.
However, to balance this fact it must also be noted that even related donors are rewarded

for donating their kidneys®®

. It is just that unrelated donation is more popular, even
among the poor, as most of the recipients are reluctant to burden their own family
members and impose any emotional or physical pressure on them. As a result, they prefer

to resort to unrelated donors for the needed organs®’.

Now, however, Iran is gradually moving towards promoting cadaveric organ donation —
there was already a fatwa approving this even before the year 2000. Additionally, in April
2000, Iran passed a law justifying cadaveric donation after brain death. However, Iran
still faces a challenge to overcome the fact that, despite these rulings, many Iranians are

still reluctant to allow cadaveric organ donations to take place. Iran has yet to increase
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public awareness among its people while at the same time providing better medical
equipment and laboratory facilities to gain the public’s confidence®®. Hopefully, by
having legal mechanisms regulating cadaveric donations, including receiving full support

from religious authorities locally®*®

, the cadaveric donation programme will successfully
expand and be able to supply the needed organs. This again proves that religious beliefs
and rulings can help influence the success of any transplantation system at the public
level®®. There has also been a suggestion to establish a National Transplant Registry.
Currently, the Iranian Network for Organ Procurement, which is related to the Ministry
of Health and Medical Education, is the organisation with the responsibility for
supervising and coordinating all transplantation activities in Iran. Besides that, a lot of
effort, such as providing post-operative medical insurance plans for donors and
motivating the public through the mass media to increase awareness of organ donation,

has been geared towards achieving this aim®*.

e) PAKISTAN

Religious and cultural values are two important elements well guarded by the Pakistani
people. This justifies the fact that, even among the medical community itself, there is
always a growing desire to trace and discover more about the Muslim history within
contemporary discourse of Muslim scholars and ulamas in providing their treatment to
the public at large®*. Renal transplantation began in the 1980s with living related donors
in the public sector®*. However, factors such as having more expertise in private clinics,
lack of facilities in the public sector, absence of transplant laws prohibiting organ-trading

and organ shortage problems led to living unrelated donor transplants emerging in the
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private sector from kidney vendors®*

. Most of these vendors are society’s poor and
impoverished people who sell their kidneys to earn money to gain freedom from bondage
or to pay off their loans®?. The Pakistan model of organ donation provides an example of
where charitable funding programmes manage end-stage organ failure in a developing-

country setting®®.

With a population of 140 million, most of whom live in poverty, Pakistan provides
dialysis, living related kidney transplantations and immunosuppressive drugs®’ free of
cost irrespective of the socioeconomic status of the patient®*®, However, no cadaveric
organ procurement and transplantation programme has been made available, due to
cultural and religious beliefs®*®. Cadaveric organ procurement seems impossible to
establish as there has been a lack of will on the part of the Pakistani legislature to discuss
and approve an organ transplantation bill since 1992%°. That is why only living kidney
donations are practised, commonly between blood-related donors chosen from within
extended-family members®™'. This negative impact of not having a cadaver organ
programme causes the medical staff great stress in fulfilling their responsibility to obtain

the necessary kidneys for their patients®™-.

However, following the intervention by the
Supreme Court of Pakistan in July 2007, an ordinance to regulate organ transplantation
and curb kidney trading was drafted by the Ministries of Health and Law®® The
Transplantation of Human Organs and Tissues Ordinance 2007 which was later

promulgated as the Transplantation of Human Organ and Tissues Act 2009 Act regulated
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the removal, storage and transplantation of human organs and tissues for therapeutic
purposes and related procedural matters all over Pakistan®™*. It clearly stipulated that a
donor should not be less than 18 years of age, every donation must be made voluntarily
and donation should be permissible to a living person genetically and legally related®”.
However, in the case of non-availability of a close blood relative donor, the organ
transplantation evaluation committee®™® has the prerogative to allow donation by non-
close blood relative donors after ensuring that such donation was voluntarily made.
Subsequently, commercial dealings in human organs are rendered an offence, punishable

with imprisonment for up to ten years along with a monetary penalty®’.

7.7 ISLAM AND BRAIN DEATH

Islam holds that man consists of two essential elements: the body and the soul. Life exists
in the human body as long as the soul is joined to it and it ceases when the soul departs
from the body®®. Looking back in history, the ancient medical doctors often associated
death with certain physical signs based on their medical observations and knowledge.
This includes lack of consciousness, loss of body temperature, cessation of pulse and

breathing, glazing of the eyes, parting of the lips, sagging of the nose and slackening in
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protocol; and

d) determining fitness or otherwise for transplantation of a human organ into any other body-Section
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muscles of the hands and feet®™®. Soon after, many Muslim scholars started to understand
that death is the cessation of all bodily (not cellular) activities including breathing,
movement, hearing, talking and beating of the heart®®°. Only later did some Muslim
medical experts define death in an individual as occurring when one of the following two
situations exists:

1) Complete irreversible cessation of respiratory and cardiovascular systems; or

2) Complete irreversible cessation of the functions of the brain including the
brainstem”".

Nevertheless, in both situations above, death must still be confirmed by the accepted
medical standards. In cases of brain death in particular, it is necessary to have the
presence of a reliable medical specialist, well-experienced in the clinical diagnosis of

brain death and brainstem death, including the various implications of such diagnosis®®.

Although, in the beginning, the heart was believed to be the most important organ related
to life and death, this perception has now further developed and changed to considering
the brain to be the central and crucial part which controls the entire body and its
functions. Thus, when the brain is damaged either partially or in total, the body will
definitely suffer deterioration®®®. Consequently, the main factor in proclaiming death
nowadays is the lifelessness of the brainstem which controls and regulates vital bodily
functions®®*. In cases where other vital organs, such as the heart, malfunction or
temporarily stop, as long as the brainstem is still alive, the said organ might still be
revived. However, once the brainstem itself has died, there is no hope of saving the

patient and, medically, death is then ascertained. Muslim jurists are also inclined to this
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view and certain rulings about the dead follow once this situation is applicable®®.

Following this situation, the moment brainstem death is certified by a committee of
medical specialists, it automatically becomes lawful to switch off the life support

systems®®®,

The International Council of Muslim Doctors upholds and supports a similar view that

death is completed by brain death and not by heart cessation®®’

. The “Academy of Islamic
Jurisprudence” at the Third International Conference of Islamic Jurists, which constitutes
members from several Islamic countries, held in Amman, Jordan, acknowledged the

concept of brain death in October 1986

and equated brain death with cardiac and
respiratory death®®. Their fatwa declared the following:

“A person (is) considered legally dead and all the Shariah’s principles (Islamic Law) can
be applied when one of the following signs is established:

i) Complete stoppage of the heart and breathing which are decided to be irreversible by
doctors.

i) Complete stoppage of all vital functions of the brain which are decided to be
irreversible by doctors and the brain has started to degenerate.

Under these circumstances it is justified to disconnect life supporting systems even
though some organs continue to function automatically (e.g. the heart) under the effect of

the supporting devices™"°,

Dr. Sheikh Muhammed Tantawi explains that the Islamic view of death is actually the

1

departure of the soul from the body,*"* which will consequently result in death. This

incident is not an observable phenomenon, like the seizure of brain functions or stopping
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of the heart®”?>. However, it is agreed that the burden of confirming that this ‘departure’
has taken place must be laid upon the medical professionals to further ensure and certify

death medically and clinically.

As Islam promotes the protection and preservation of life, no-one is authorised to
deliberately end life, be it one’s own or that of another human being973. However, even
though saving life is encouraged, artificial prolongation of life is not within the Islamic
realm unless there is evidence that a reasonable quality of life will result from it®". Dr
Tantawi also emphasized that “the Muslim Muftis are not involved in this and will not
become involved”®. So, once a few medical experts determine that a patient is
terminally ill and that there is no longer any hope for recovery, it will be permissible for

them to stop any subsisting medication®’®

. If the patient is on life support, it may be
permissible, with due consultation and care, to decide to switch off the life support
machine. In these cases, the switching-off of the life support machine does not fall under
the prohibition of euthanasia, since brain-dead patients are actually already dead and

removal of the life support machine is only intended to allow nature to take its course®’”.

Despite that, Dr. Muzammil H. Siddiqi, President of the Figh Council of North America,
emphasized that due consultation and care must be taken before the decision is made to

switch off the life support machine in all cases®’®

. According to Dr. Tantawi, in cases
where the patient’s heart continues to beat only because he/she is attached to the life

support machine and he/she has been diagnosed as brain-dead, there is no blame attached
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to the family for requesting the removal of the machine®”® as this does not induce death,
which is clearly prohibited in Islam®°.  Additionally, the Council of Islamic
Jurisprudence, in its third session, after considering comprehensive explanations from
consultant doctors, decided that all Shariah principles concerning death could be applied
when one of the following signs was confirmed:

a) Complete cessation of the heart or respiration, including the decision of consultant
doctors that the cessation is irreversible; or

b) Complete cessation of all functions of the brain, including the decision of consultant
doctors that the cessation is irreversible and that the brain has started to degenerate.

When either of these conditions is met, it is considered permissible to disconnect the
supportive means from the patient, even though some of his/her organs continue
functioning artificially (i.e. the heart)®®!. Dr. Yusuf Qaradawi, during the First GCC
Organ Transplantation Congress in Abu-Dhabi, in February 1998, declared in his fatwa
that,

“A person who has been diagnosed as brain-dead is considered completely dead in the
eyes of Islamic jurisprudence, making possible organ donorship from him to another
patient in need. It is allowable to remove the needed organs before life support systems

have been disconnected” %2,

A study conducted in six Islamic countries - Kuwait, Saudi Arabia, Iran, Egypt, Lebanon
and Oman - with 32 senior Muslim scholars resulted in 29 respondents (90.6%) initially
rejecting the brain death concept, as well as not allowing the discontinuation of life
support in brain-dead patients; but after 9 scholars were directly approached and exposed

to the real concept of brain death, 7 changed their view and subsequently accepted the

979 “The Rector of al-Azhar to Physicians: Concerning You and Mercy Killing!” February 25, 2000,
re(Ported on Islamonline.net.

%% Medical Fatawa dated 21 June 2006, Can the State Intervene to Determine the Life of Individual? World
Fatwa Management and Research Institute Islamic University of Malaysia. http://infad.usim.edu.my/
viewed on 4 February 2009.

%1 pyrport of the Eighth Commission Decision, No.5, dated 3/7/1986 A.C.E., Concerning Resuscitation
Equipment cited from Y. I. M. El-Shahat, ‘Islamic Viewpoint of Organ Transplantation’ (1999) 31
Transplantation Proceedings, 3271-3274, p. 3272

%2 E|-Shahat, Y. I. M, “Islamic Viewpoint of Organ Transplantation’ (1999) 31 Transplantation
Proceedings, 3271-3274, p. 3272
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concept®. This shows the importance of having clear understandings and information on
a certain issue before any judgements or opinions can be made. This is the reason why, in
matters involving recent scientific and technological advances, many ulema have
concluded that requiring specialist knowledge, for example, in medical practice, is
preferable. So practically, the consensus group will include a broad and diverse
representation of ulema and specialist clinicians from relevant disciplines to provide
better background information on the particular issue®™*. The study also revealed that
having knowledge about the condition of the organ, for example, from whom the organ
was harvested, or organs harvested on the concept of spousal donation, including the
timing of death, can be considered as influencing factors on local imams (community

leaders ) and the public at large %°.

In the United Kingdom, the Muslim Law Council, which consists of scholars from all
major Muslim Schools of Law together with three distinguished lawyers, accepted this
brain death concept based on the medical profession’s definition, and considered
brainstem death as the proper definition of death. So, once brainstem death is confirmed,
it is treated as the end of life, thus allowing organ transplantation and donation to
proceed®®. This statement had been agreed by both Sunni and Shia scholars after two
years of discussions®®’. However, there is still a requirement for consent to be obtained
from the deceased him/herself during his/her lifetime or even for the next of kin to have
given permission on the deceased’s behalf*®, The Council considered organ donation as
an agreed means of alleviating pain and saving lives. So, for easy recognition, Muslim

donors are encouraged to carry donor cards®®.

%3 Al-Mousawi,M, Hamed, T, and Al-Matouk, H, ‘Views of Muslim Scholars on Organ Donation and
Brain Death’ (1997) 29 Transplantation Proceedings, 3217
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Child, 72-75, p.73.

%> Seyed R. Mousavi Shahid Behesti, ‘Ethical Considerations Related to Organ Transplantation and
Islamic Law’ (2006) 4 International Journal of Surgery, 91-93, p.92

%8 “The Muslim Law (Shariah) Council and Organ Transplants’ (1996) 4 Accident and Emergency
Nursing, 73-75, p.73.
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%9 UK Shariah Council Approves Organ Transplants’, (1995) The Lancet. Vol.346 July 29

210



Under Islamic law, too, it is essential for the brain death of a person to be verified by
more than one physician®®. However, Muslim Jurists are not prepared to accept patients
in a vegetative state or anencephalics as being legally dead in the real sense®.
Frustratingly, in Egypt there are still many senior Muslim scholars who accept the fact
that a brain-dead person is dying, but decline to accept that this person is actually already
dead®. This is one of the main reasons why Egypt has failed to establish cadaver organ
donation programmes and is having difficulties in obtaining consent for donations. These
minority Muslim scholars who reject the concept of brain death find the notion
inappropriate®™. In contrast, in other Islamic countries such as Kuwait, Iran and Saudi
Arabia, where the concept of brain death is fully accepted, organ donation is encouraged,
well-accepted and successfully developing. Saudi Arabia has even adapted the system of
obtaining consent from the next of kin before organ retrieval in brain-dead patients and
about half of all kidneys for transplantation are derived from cadavers, with the

application of brain death criteria®*.

From all the discussions above, similarly to the rulings on organ donation there are
various views by different Muslim scholars on the interpretation of death. The reason for
this diversity is the absence of a precise definition of death provided in the Quran or the
Sunnah of the Prophet. Allah says to the effect:

“Allah receives (men’s) soul at the time of their death, and that (soul) which dies not (yet)
in its sleep. He keeps that (soul) for which He has ordained death and dismisses the rest
till an appointed term "%

Many religious books refer to death as the departure of the soul from the body;

unfortunately there is no further elaboration of the clear signs which signify this
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‘departure’®®®. The fact that the soul is a mysterious thing and that nobody has been able
to discover its nature makes its presence in the body noticeable as it results in life which
could be observed by movement and other conventional signs®’. Therefore, to this day,
there is no single interpretation available of the concept of death that is consensually
well-accepted by all Muslim countries®®. This weakness might cause not only confusion
but also suspicions among the Muslim public about the true concept of brain death,
leaving them with a fear that they might be wrongly diagnosed®®. Hence, there is a need
for detailed explanations of these concepts to be fully exposed to influential Islamic
scholars with assistance from experts in the medical profession. Hopefully, by providing
sufficient understanding on these issues, Muslim scholars can collectively reach a single
judgement on whether to accept this concept of brain death or not, consequently making
it easier for the public to reach their own individual decisions or form views based on

these scholars’ guidance and fatwas.

7.8 ISLAM AND ORGAN TRADING

Paid organ donation has been strongly disapproved of and condemned by several fatwas
all over the Islamic world'®. There is even an ethical consensus around the world that
there should be no monetary compensation for transferable organs, either from living or
deceased persons'®. Islam treats organ donation as an act of charity, benevolence and
altruism as, by virtue of it, many precious lives have been saved. Islam does not allow
human organs to be considered as commodities but enjoins them to be donated for the
sake of love towards one’s fellow man and the spirit of brotherhood. Any act of

commercializing organs or permitting organ-trafficking is considered to be against the
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principles of human dignity*®®

1003

. Therefore it is not permissible and forbidden for

Muslims

A fatwa confirming the prohibition of paid organ donation was passed at the 4™
International Conference of Islamic Jurists held in Jeddah in 1988 and by the Grand
Mufti in Egypt (1988). During the Third International Congress of the Middle East
Society in 1992, Sheikh M.M.Sellami, the Grand Mufti of the Republic of Tunisia,
reasoned that, according to Islam, a human being is not the owner of a part or the whole
of his body. Therefore, there should be no cases where organs are traded, as the sale of
bodily organs is categorically prohibited'®. Instead, Islam promotes the act of donating
organs'®® and encourages altruism°®. Paid organ donation was also condemned by the
Jordanian Law no. 23 (1977) and no. 17 (1980), the Iraqi law no. 85 (1986), and the
Saudi Centre for Organ Transplantation in 1993, on the basis that the body of the human

being including its organs is not for sale™”.

They maintained that the selling of body
organs is absolutely prohibited by Islam, as human bodies and their organs were never
meant for sale and trading purposes. Shaykh Jad al Haq ‘Ali Jasd al Haq of al Azhar
University, Cairo, Egypt, agrees that it is haram (forbidden) under the Shariah to sell

human organs, as such a sale would violate the dignity and honour of man°%,
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The Muslim Law (Shariah) Council in UK also resolved that organ donation must be
given freely without rewards, and firmly ruled out organ-trading™®®. However, some
suggestions for certain exceptions to this general rule were raised through a study
conducted in six Islamic countries - Kuwait, Saudi Arabia, Iran, Egypt, Lebanon and
Oman. Views were sought from thirty-two senior Islamic scholars on the issue of buying

and selling organs™®*.

Collectively, all the scholars agreed that organ-trading is
degrading and is not permissible. However, twenty-two scholars (68.7%) permitted the
buying of an organ to save a patient’s life especially when the donor insists on selling and
when the patient has no alternative recourse. The fact that people have become very
materialistic and it may not be possible to find a free organ nowadays makes it necessary

to purchase the organs, but a Muslim must never sell his/her organs***.

Twenty-one scholars also permitted the donor to ask for a reward in return for his/her
“donation”*™, This issue has also been raised in other discussions where some argue that
this reward is not meant to constitute a payment for the donated organs but is actually
considered as compensation to cover the living donor’s expenses for travelling, housing
and loss of wages resulting from the deed of donation'®*®, Moreover, considering the fact
that the ‘altruistic system’ alone cannot solve the organ shortage problem, even those
from the transplant community believe that providing some financial incentives or social
benefits to the individual or family of the donor is now necessary to increase the supply

of cadaveric or living organs'®*.
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Based on the current situation where it has become extremely difficult to obtain the
needed organs and people have become very materialistic, some jurists suggest that, out
of necessity, one can purchase the organs; however, a Muslim should never sell his/her
organs to others'®®. Although the general attitude in Islam considers organ donation to be
an act of altruism, and there should not be any elements of organ-trading involved, the
concept of gifting is treated as a different issue. A gift is permissible and may be given to
the donor. However, it should not correspond to the hypothetical value of the organ

1016

given—" and it must not be stipulated in discussions occurring before the organ donation

takes place.

7.9 THE ISLAMIC PERSPECTIVE ON ORGAN DONATION IN MALAYSIA

In Malaysia in particular, the essence of religion is always given priority and recognition.
Unlike in secular societies, religious values do have an impact on various healthcare
issues™®’. The majority of Malaysians are Muslims, which clearly justifies Islam being
declared the main religion professed. The 1957 Federal Constitution under article 3 (1)
states the following:

“Islam is the religion of the Federation; but other religions may be practised in peace
and harmony in any part of the Federation.”

By virtue of the above article, the position of Islam is secured and treated as absolute
because the Federal Constitution itself, which is the supreme law of Malaysia, guarantees
this. As the main religion professed is Islam, it has become the religion of the federation,
but at the same time recognition is still given to followers of other religions to practise
their religion and rituals. Other religions which are also practised, including Buddhism,
Hinduism and Christianity, are not prohibited nor abandoned. Adherents of religions
other than Islam have equal rights to practise and profess their religious beliefs as long as

it is done in peace and harmony. Personally, this reflects the beauty and uniqueness of

1915 Muzammil Siddiqi, Medical Fatawa dated 22 May 2006. Organ Donation, World Fatwa Management
and Research Institute Islamic Science University of Malaysia. http://infad.usim.edu.my/ viewed on 4
February 2009
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having a multiracial country that celebrates and respects its people’s diversity and mainly

comprises Malays, Chinese and Indians under the same roof.

Similarly to other Islamic countries, the Islamic perspective on organ donation issues has
also been highlighted in Malaysia. Although the first kidney transplant only took place in
Malaysia in 1975, there was already a fatwa released by the National Fatwa Council on
23" June 1970, in its very first Fatwa Committee meeting. This initial fatwa allowed
Muslims in Malaysia to undergo organ donation procedures'®*®, The fatwa addressed both
living and cadaveric organ donations as long as certain conditions were fulfilled. This
included not having elements of selling and bargaining involved, obtaining full consent
and there being no other alternative treatment available to save the patient’s life. Later, in
2005, another fatwa was released by the Malaysian National Fatawa Council on the
application of tissue-grafting in medical practice’®™®. The council decided that it is
permissible to use the tissue graft as long as it is only for medical purposes and that the
tissue grafts must not be misused for other purposes such as business transactions.
Additionally, the Council released a fatwa allowing organ donations involving eyes and
hearts transplanted from a deceased donor to a living person. However, this procedure is
only justifiable in extremely urgent circumstances, particularly where the life of the

patient is depending on this transplant and such an operation will positively succeed.

The donor, too, must have been confirmed as dead before the beginning of such an
operation. Necessary precautions must also be taken to avoid homicide and organ-trading
from taking place’®®. Consent for the organ donation must be obtained from the donor
him/herself in natural death cases but, alternatively, the deceased’s family is allowed to

give consent in fatal accident cases. A fatwa relating to blood donation was also released

1018 <Fatwa Derma Organ’. Utusan Malaysia Online, 21* November 2006.
http://www.utusan.com/utusan/acrchive.asp?y=2006&dt=1121&pub=utusan_mala viewed on 2"®.April
2007.
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University of Malaysia http://infad.usim.edu.my/ viewed on 4 February 2009
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in the same sitting, making it permissible to donate blood. The fatwa further explained
that there is no need to separate the Muslim blood from the non-Muslim blood as both
can be used and managed interchangeably. However, the fatwa did mention that it is not
encouraged to give money to the blood donor even for the purpose of showing
gratitude'®. By virtue of all these fatwas, there should be no doubts existing among
Muslim Malaysians on the permissibility of being involved in any organ donation

procedures.

7.10 BRAIN-DEAD PATIENTS INVOLVED IN ROAD TRAFFIC
ACCIDENTS AS A SOURCE OF CADAVERIC DONORS

When organs are to be taken from donors, either living or cadaveric, both situations
require consent to be obtained first. For living donors, it is clear that they themselves
must decide and provide consent but, for cadaveric donations, if there is no express wish
made known, alternatively the authority to decide will be extended to the relatives of the
deceased. However, could it be possible to extend this authority to the state, especially in
situations of extreme urgency? Serious consideration must be given to factors such as the
scarcity of human organs available, the urgent need of the dying patient and also the time
factor, when organs might deteriorate but the relatives of the deceased cannot be
contacted for their consent. Any unnecessary delay would obviously result in such
precious organs being wasted as these organs can only be preserved for a short period of
time outside a living body. This scenario frequently occurs, especially in accident and
emergency units at hospitals where plenty of severe accident cases are brought in daily.
The issue is, would Islam consider allowing patients who have suffered brain death
resulting from accidents to be considered as potential organ donors without obtaining any

consent from the deceased during his/her lifetime or from his/her relatives afterwards?

Arguing on the evidence derived from primary sources of Islam, including the Quran,
Sunnah and Ijma’, there is no doubt that organ donation is permissible for Muslims. But
to utilize organs from brain-dead accident victims without first obtaining consent,

perhaps one could rely on the legal maxim mentioned earlier: “necessities render the

1928 |pid
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prohibited lawful”. Arguing on the basis that supply of human organs is how very critical

and scarce, perhaps we could re-use organs from these accident victims.

Even during the First International Conference on Islamic Medicine it was agreed that the
donation of body parts could be considered a social obligation. Under the Islamic Law,
this will be termed as fard kifaya, which means that it is a collective duty and it must be
fulfilled by a sufficient number of community members though not necessarily by all. So,
the community is under a collective obligation to find the necessary organs for organ
donation, to preserve the precious lives and health of its sick members. Here, the medical
staffs in charge of transplantation matters represent the community as a whole'*?. So, the
requirement that medical staff are obliged to obtain permission of the deceased or his
relatives for any organ removal in cadaver donations is not applicable in each and every

casel®?,

Sheikh Tantawi said that it was still necessary to seek permission from the inheritors but,
in cases where none are available, permission must be sought from the appropriate legal
authority. However, seeking such permission is not a binding condition on these medical
staff, especially when they believe that the need for the organ is extremely urgent to save
other patients’ lives'®. In this situation too, the “lesser evil” principle is also relevantly
applicable as saving precious lives is more urgent than the deceased’s wishes since he/she
is already dead and cannot benefit from or be harmed by the procedure®®. This
contention is again supported by another maxim: “the most harmful detriment is
removable by the less harmful one”.

The Figh Academy of the Organisation of the Islamic Conference in Jeddah, during the
Islamic year 1408, and the Mufti of Egypt, Dr. Sheikh At-Tantawi, allowed and approved
the use of the body organs of a person who has died in an accident if the necessity

requires the use of any organ to cure a patient, provided that a competent and trustworthy
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1026 Another Islamic scholar, at the Islamic

Muslim physician makes this decision
Institute of Toronto, Ontario, Canada, Sheikh Ahmad Kutty, in his Fatwa stated that
organs can be harvested from victims of traffic accidents if their identities are unknown.
However, before this can be done, a valid decree of a judge must first be obtained*’.
These fatwas by prominent Islamic scholars offer some hope that it will be permissible to
harvest organs from accident cases. Although it is still preferable to get the needed
consent, there is still room for exceptions in certain situations where medical physicians

and the court might be regarded as the alternative consenting authority.

7.11 THE LIVING WILL (WASIYYAH)

Muslims are ordained and urged to prepare wills as this is enjoined by the teachings of
Islam. A will under the Islamic Law could include specific stipulations such as matters
relating to the management of young children, arranging marriage of the testator’s
daughters and devolution of one third of the testator’s estate in favour of certain
individuals or charitable organisations'®?®. Allah clearly states in the Quran:

“O you who believe! When death approaches any of you, (take) witnesses among
yourselves when making bequests, two just men of your own brotherhood or others from
outside if you are journeying...”'%%

The Prophet was also reported to say:

“It is not right for any Muslim person, who has anything to bequeath , that he may pass
even two nights without having his last will and testament written and kept ready with
him”1030.

Nowadays, due to rapid changes and interventions by the government and courts, it is
even more crucial to prepare Islamic wills that not only cater for the distribution of

inheritance but also provide instructions related to our medical treatments and having a
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proper Islamic burial’®*. Preparing an ordinary will is necessary as death is an inevitable
phenomenon and can occur anytime, anywhere and to anyone. This type of will is usually
read and adhered to after the testator has died; however, a living will will start to take
effect even while the patient is still alive but is unable to give further instructions on
his/her treatments if he/she is a victim of a terminal illness, has lapsed into irreversible

coma or is already in a persistent vegetative state (PVS), %%

which prevents him/her from
doing so. In other words, a living will, also known as Advance Medical Directives, is a

document safeguarding our right to die and further explaining what we would wish for.

The living will is also a document in which a healthy person explains in writing which
medical treatment he/she would accept or refuse at that critical juncture when he/she may
not be in a position to express his/her wishes as a result of serious illness or injury. So,
this document assists the attending physician to withhold or withdraw certain medical
procedures and allow the patient to die naturally'®3. However, although a majority of
Muslim jurists approve of living and cadaver organ donation, the issue of whether one is
permitted to include one’s organ donation wishes and instructions in a will is a different
issue altogether. Again, as there are no clear-cut, direct answers found within the primary

sources of law, ijtihad is thus the best tool to use for a solution.

The Islamic Figh Academy of India in 1989 disapproved of this and considered that these
requests should not be treated as an enforceable will according to the Shariah. Their
arguments are that human organs are gifted to humans by their Creator so they have no
right whatsoever to further pass them on to another person. Moreover, since humans are
invaluable, we cannot make a gift in respect of them and set a price on them®.
However, there is another view that approves the practice of promoting living wills. For

example, the Council of the Islamic Figh Academy of the Muslim League, in Makkah,
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2009
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Saudi Arabia, in 1985 ruled that this type of will is permissible in Shariah and this
includes allowing cadaver organs to be transferred to living recipients as long as it is
ensured that the donor was a sane person when making the decision and that he/she had
really wanted the donation to take place after his/her death'®®. This was then further
supported by the Islamic Figh Academy of the Organisation of Islamic Conference (OIC)
in 1988; this allowed the practice, as long as the transplant was really necessary to keep
the beneficiary alive and well, and provided that the deceased, or his/her heirs, or even
the concerned authorities had authorized it'®°. Their positive assertions relied on the

concepts of necessity, altruism and generosity towards mankind.

Although there is still no exact view supported as a whole by all Muslim jurists, there is
an urgent need for uniformity, as the number of organs harvested is becoming very
scarce. According to Dr. Muzammil Siddiqi, president of the Figh Council of North
America, having an Islamic will is advisable not only for the distribution of inheritance
but also for clarifying and authorising our medical treatment in coma cases and other

1197 However, some

severe medical complications, including for a proper Islamic buria
take the view that the last will and the living will should be two different documents. This
is because the Al-Wasiyah, which is an Arabic word equivalent to the last will, is only
executed after death takes place’®®. This contradicts the purpose of having a living will,
which normally deals with providing instructions on the management and wishes of the

person when he/she is no longer able to do so.

It is significant also to note that, in a living will of a Muslim, one cannot ask for death, as
euthanasia is not permissible; it is considered equivalent to suicide and is a crime under
Islamic law. Additionally, as cadaveric organ donation is permissible in Islam, there are
considerations to include organ donation in a Muslim’s living will. This is based on the

concept of al-maslahah, where the wellbeing and general welfare of others are given
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priority, and on the concept of altruism that promotes kindness and generosity towards
mankind'®®. In practical terms, it would be necessary for a Muslim living will to entrust
someone with the power of attorney, and this person’s name must be mentioned in this
living will*®® for recognition and authority purposes. This document must also be signed
by the person making the living will and two valid witnesses'®**. So, according to Abul
Fadl, a Muslim may draw up an alternative living will to include in it instructions
pertaining to cessation of treatment, switching off the life support machine, and organ
donation. However, none of the clauses of the living will should contradict the teachings
of Islam*®*2.The researcher positively supports the idea of encouraging people to include
organ donation instructions in their wills, as it could ensure harvesting of their organs for
those in need, while also providing comfort to the family members, as they need not try
to guess the real wishes of the deceased, something in which they are, indeed, likely to
err. If these confusions, which are causing dilemmas to the public in making their
judgement, can be resolved, in the near future we might obtain even more potential

organs that could save thousands more lives.

CONCLUSION

Organ donation is clearly accepted and permissible in Islam. Islamic teachings and fatwas
allow such practice, so all Muslims should take advantage of this technology and clear up
existing confusion related to its permissibility. Undoubtedly, confusions in religious
stances have a negative impact, particularly in the development of transplantation
programs in Muslim countries'®®. Now, however, there is gradual acceptance in the
Muslim world of recognizing organ donation as the alternative treatment for end-stage
organ failure. Nonetheless, to further promote organ donation among Muslims, it is

paramount to urge Islamic scholars to discuss the matter and derive a single conclusion,

1039 |bi
1040 i

1041 The requirement for having two witnesses is based on the Al- Quran, Surah Al Bagarah: 282 which
says to the effect: “...and get two witnesses out of your own men...”

1042 Abul Fadl Mohsin Ebrahim, ‘The Living Will (Wasiyat Al Hayy): A Study of its Legality in the Light
of Islamic Jurisprudence’(2000) 19 MEDLAW 147

1043 Al-Mousawi,M, Hamed, T, and Al-Matouk, H, ‘Views of Muslim Scholars on Organ Donation and
Brain Death’ (1997) 29 Transplantation Proceedings, 3217

222



thus further clearing up any existing confusion. Once all these concepts are apparent and
uniform, this religious aspect of permission must be stressed and relevant fatwas must be
cited to the relatives of the deceased'®*, to provide them with understanding and clarity,

which will hopefully assist them in making a positive decision to allow organ donations.

Support from religious authorities is absolutely crucial to help decrease the refusal
rate'®®. Views held by these influential religious people are considered very important
because their opinions will surely guide public attitudes and behaviour'®*. People with
strong religious or spiritual objections to organ donation often change their stand when
they realize that respected religious leaders have issued statements supporting organ
donation®®’. In other words, religious officers must work hand in hand with the medical

1048 \while the Muslim doctors, too,

community to disseminate these contemporary rulings
must take up the challenge to act as mediators between the medical and religious
spheres'™®. This collaboration will then allow Medicine and Law in the Muslim world to
be perfect and comprehensive, as the physicians will give rules to preserve the physical

body while the jurists will preserve the health of the social body .
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CHAPTER 8

TOWARDS ABETTER ORGAN DONATION SYSTEM IN MALAYSIA

INTRODUCTION

Organ shortage in Malaysia is not primarily the result of a lack of suitable donors but,
rather, the result of failure to identify organ donors, failure to obtain consent and
procure organs and, worst of all, objections and refusals from the deceased’s family
preventing the donation from proceeding. Therefore there is a need to implement a
more aggressive and systematic organ donation management system, which might
increase the number of registered potential donors, as well as actual donors, while
removing any barriers hindering organ donation from taking place. Every solution
employed must be exercised with careful planning, prioritizing and co-ordination,
together with strong teamwork and a high sense of responsibility. Malaysia, as a
multiracial, multi-faith country, must also consider its social, economic, religious,
cultural and ethical environment to ensure that any alternative adopted is positively
applied and well-accepted by its people. Thus, this chapter will discuss potential

suggestions to solve organ shortage problems in Malaysia.

8.1 MAINTAINING THE OPTING-IN SYSTEM

First and foremost, the researcher believes that the organ shortage problems in Malaysia

are not caused by the opting-in system. Therefore, there is no need to change to the

1051
d

opting-out system suggeste . Moreover, the opting-out system itself does not ensure

higher rates of donations compared to the opting-in system'%%; hence, it is not always the
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ultimate solution for organ shortage problems'®*®, However, by maintaining the opting-in
system, we can ensure that patients and individuals retain their rights on human
autonomy and make their own preferred decision based on their voluntary will and
understanding of the issue. By respecting the known wishes of the patient, the integrity of
the doctor-patient-public relationship will not be jeopardized, ensuring that trust and
confidence are strongly maintained within the system itself'®*. These elements are
absolutely essential, especially in creating an atmosphere where the public can feel safe,
protected and respected, particularly in Malaysia, where organ donation issues are not
completely well-accepted by the public. Simultaneously, elements of consent remain
preserved and treated as a top priority, as the opting-in system does not compromise the
requirement of consent from the donor himself, or at least from his next of kin, before
any organ procurement procedure takes place. Consent must also be voluntary and not
simply presumed. Therefore, maintaining a lenient system such as opting-in could

actually help produce a more positive attitude towards organ donation.

Active efforts taken by the Ministry of Health, Malaysia, in recruiting more registered
organ donors is very much appreciated; however, unless drastic measures are taken to
ensure these registered donors do become actual donors, there will not be any significant
improvement in the organ shortage problem. For instance, the total number of registered
organ donors with the National Transplant Registry from 1997 until May 2009 reached
an inspiring total of 128,556 people'®®, where 57% are Chinese, 23.4% are Indians, 14 %
are Malays and the remaining 5.6 % are represented by other races. The latest statistics,
from January 2011 to May 2011, record an additional 15,839 potential donors registering,
but only 18 actual donations taking place’®®. The steady increase in the number of
potential donors registering each year is indeed something to be proud of, but the organ
shortage problem will remain unless barriers preventing registered organ donors from

proceeding to become actual donors are removed. This weakness is clearly demonstrated

1953 1 inda Wright, “Is Presumed Consent the Answer to Organ Shortage? No’, (2007) BMJ, 334:1089 (26
May)

195 The Potential Impact of an Opt Out System for Organ Donation in the UK, An Independent Report
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2009, http://www.utusan.com. Viewed on 26 July 2009.
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by statistics showing that, from 1976 until 31 May 2011, a total of only 327 actual
donations have taken place’®’. This suggests that the opting-in system does work well, as
statistics evidently show a steady increase in the numbers of registered potential organ
donors every year; however, something is preventing these organ donors from becoming
actual donors later. So, the increasing number of registered organ donors is meaningless
if the strong factors that are holding down the actual donation rate persist and are not

dealt with effectively.

Sheehy et al.’®® have argued that the organ shortage will not be solved even if all
potential deceased donors do become actual deceased donors; however, this finding must
not stop us from initiating further improvements. Perhaps it will not resolve the organ
shortage totally, but at least fresh initiatives will definitely shorten the long waiting list of
patients queuing for organs and, most important of all, plenty more organs will become
available, subsequently allowing more precious lives to be saved. Therefore, the
researcher would like to emphasize that it is as significant to identify factors preventing
registered organ donors from becoming actual organ donors as it is to simply focus on the
reasons why they are reluctant to come forward and register as donors. Once these factors
are overcome, there will definitely be a momentous, positive rise in the number of actual
organs finally procured. For that reason too, it would be a hasty decision for Malaysia to
simply change to the opting-out system without first maximizing potential under the
existing opting-in system. However, after some time, when the opting-in system has been
exhaustively tried and it is then felt that a change in the procurement system is still
necessary, comprehensive preliminary research to foresee its implications and the
public’s acceptance of the new suggestion must be initiated first before any changes take

place.

Taking the example of the UK, it had taken the authorities several years of discussion and
research to finally decide on this particular issue alone. In the beginning, a special

taskforce was initially set up in 2006 to discuss various views and perspectives on the

1057 [pus
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matter before the decision was reached to retain the existing opting-in system, at least for
the next five years, and that the issue of considering opting-out should only be revisited
should they fail to increase their organ donation rates by at least 50% by the year
2013'%° Moreover, as John Forsythe, Chairman of the Scottish Transplant Group and
transplant surgeon at the Royal Infirmary of Edinburgh says, “Legislation change is not
that important, it is much more important that we get the structure around organ donation
right”1°. So, even if we change the legislation, but still allow the next of kin to refuse
permission for organ retrieval, there still would be no guarantee that the number of

organs retrieved would increase®.

8.2 ELIMINATING FAMILY REFUSAL AND INFLUENCE

The fact that organ donation occurs at a time of tremendous stress and grief for families,
as they struggle to accept the deep loss, initiates different responses. The families
demonstrate their respect and bereavement through rituals and by proper disposal of the
deceased’s body in funerals and burials'®. These are the feelings that cause many
families to withhold consent for organ donation, as no-one would wish to exacerbate their
grief by initiating procedures that “mutilate” their loved one’s body®. On the other

hand, as familial consent is vital*®®*

, it is not advisable to totally set it aside. Doing so
would be considered “ghoulish”, show lack of respect to the grieving family, and would

reduce the already limited number of organ donors as well*°®. Similarly, the main factor
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an Opt Out System for Organ Donation in the UK, An Independent Report from the Organ Donation
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of Kin’, (1997) 157 Can Med Assoc, 160-160, p.160
1062 Thomas May, Mark P. Aulisio and Michael A. DeVita, ‘Patients, Families, and Organ Donation: Who
%Igguld Decide?’, (2000) The Milbank Quarterly, VVol.78, No.2, 323-336, p.325
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10% Klassen, AC and D.K. Klassen , ‘Who Are the Donors in Organ Donation? The Family’s Perspective in
Mandated Choice, (1996) 125 Annals of Internal Medicine, 70-73
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causing the small number of actual donors in Malaysia is family rejection’®. Each year,
many donation opportunities from potential candidates are missed because of lack of

1067

familial consent™" which very much relates to their misunderstanding and acceptance of

the brain death concept, fear of unequal access to transplantation and, of course,

1068

misconceptions of religious opinions™". Some other potential donors are lost to

secondary haemodynamic collapse and subsequent cardiopulmonary arrest*°®

, including
cases where it is the donor’s condition itself that is deemed medically unsuitable due to
age factor, baseline medical status, including hepatitis and human immunodeficiency

1070 "|n contrast to the two latter reasons,

virus status, and the presence of malignancy
which are unavoidable and beyond the power of humans to arrest, family rejection is, on
the other hand, something that can possibly be changed and avoided. Lee Lam Thye,
chairman of the Health Ministry’s Public Education Subcommittee on Organ Donation,
Malaysia, concurred with the fact that, although there is an overwhelming response from
the public in Malaysia to become organ donors, in reality there are very few actual donors
because, when the hospital authorities approach the family of the pledger, they refuse and
accuse the doctors and nurses of being heartless at their time of mourning™®".
Consequently, a lot of potential organ donation opportunities continue to be lost year

after year and drastic changes must be taken to prevent this situation from continuing.

Family rejection can interfere in two separate situations. Firstly, it can take place as early
as before the individual registers as an organ donor, consequently stopping the individual

from pursuing his/her intention to register; the other is when it hinders an existing
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registered organ donor in becoming an actual organ donor. This takes place when the
deceased dies with known intentions of becoming an organ donor but, out of respect for
the grieving family, their consent is sought before the actual organ procurement
procedures are carried out. Any denial or objections expressed by the deceased’s family
can consequently prevent organ donation procedures from proceeding as hoped for'%’.
Moreover, in Malaysia, as discussed in chapter three, family rejection is considered valid
and authoritative. This is the exact situation where potential organ donors, who are
suitable to become organ donors, have their wishes overridden by their families.
Therefore, action taken must be tailored to prevent families from using their conclusive
authority to reject and oppose organ donation by their loved ones, as approximately half

of the families of potential donors do refuse consent'®’,

One of the most effective ways to achieve this is to legally amend the Human Tissues Act
1974, particularly by removing the section contained therein which permits such
occurrence to take place. So, section 2(2) (b) of the Act, which clearly acknowledges
family objections particularly from the deceased’s spouse and next of kin, must be
removed. Hopefully, by implementing this change, we will be able to see more actual

organ donations taking place as intended.

Likewise, the current law in Canada treats organ donation as a matter of altruism and it is
left to the discretion of the individual to decide whether to become an organ donor or not.
This practice, which upholds the principle of human autonomy, is clearly stated in the
Human Tissue Gifts Act 1982 (or equivalent) of the various Provinces and Territories:
the consent of a competent person is “full” and “binding” authority for the removal of
that person’s organs for transplantation purposes. Legally, it is understood from the word
“full” that, if someone has given consent for the removal of his/her organs, then that

consent itself is already sufficient and no-one else needs to be asked for further consent

1072 Thomas May, Mark P. Aulisio and Michael A. DeVita, ‘Patients, Families, and Organ Donation: Who
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and permission*®’*. The term “binding” means that no-one else may overrule the donor’s
consent and later substitute it with his or her own wishes. However, in practice, the organ
retrieval protocols of the various Canadian Transplant Societies do conflictingly state in
their retrieval protocols that the consent of the next of kin is required for organ retrieval
even in the presence of a valid donor organ bequest. It is also further stated that, if the
next of kin refuses to allow the donation, then the particular organs will not be
retrieved'®”. For instance, the Guidelines for Organ and Tissue Donation of the Multi
Organ Retrieval and Exchange (M.O.R.E ) Programme of Ontario states that

“A signed driver’s license/donor card is considered a legal document, but, it is the
practice of the transplant programs to follow the wishes of the next of kin. If the next of
kin refuse consent for organ and/or tissue donation their wishes must be respected”
These protocols clearly violate the actual intention of the law and are also in conflict with
the principles of autonomy and altruism promoted by the legislation. Consequently, this
application will frustrate people and undermine their confidence in the system, especially

if one really intends to become an organ donor.

In the context of Malaysia, where family ties are often strong and essential in every
family institution, it appears harsh to totally put aside family influence especially when it
involves end-of-life issues, particularly organ donation. It is common for people to
consult and involve their families in matters that affect the whole family. For example, in
deciding a suitable date to solemnize a marriage, fixing marriage receptions, hosting
familial functions and, most obviously, during religious celebrations, it is almost essential
for everybody to get together and celebrate with their respective families. In such cases,
everybody normally leaves for their hometown to be with their parents, siblings and
relatives. Even in hard and depressing times, such as during illnesses and death, family
members again unite to give support to one another. So, in the researcher’s opinion, if we
were to totally set aside the family role and its influence in such a big issue as organ

donation, this would presumably result in more unpopular consequences and perhaps

1074 Ejke-Henner W. Kluge, ‘Improving Organ Retrieval Rates : Various Proposals and Their Ethical
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provoke even more rejections from the general public, particularly the bereaved families.
Therefore, any alternative suggestion must be able to protect one’s right to human

autonomy and at the same time respect the role and influence of the family as well.

It is no longer sufficient to merely hope that families will be able to honour the
deceased’s wishes and that they will at least act in accord with the deceased’s wishes to
become an actual organ donor'®’®. So, to strike a balance, while continuing to be sensitive
to both parties, we must find a solution that respects the registered organ donor’s wish
while still involving and treating family members as important throughout the whole
decision-making process. This could possibly be done by making some practical changes
to the organ donation registration procedure itself. Therefore, it is advised that, when
completing organ registration forms, not only should the individual alone pledge his/her
wishes to donate organs but there should also be two witnesses supporting the potential
organ donor’s intentions. These two witnesses should preferably be close family
members, for instance, parents, spouse, children, siblings or any other family members.
Adding this requirement will indirectly allow the individual to confide in his/her family
and discuss with them organ donation issues at an earlier stage, and he/she will be able to

express his/her wish to become an organ donor.

Many states in the United States have already required potential organ donors to indicate
their commitment by signing an organ donor card in the presence of two witnesses'®’’.
However, as advance directives are now becoming more popular, a few states have
recently taken action to reduce or eliminate the witness requirement*®’®. Nevertheless, the
researcher believes that introducing this witness requirement to Malaysia would work out
better than advance directives, which are a totally new concept. Fortunately, Malaysians
are used to having the witness requirement as it is mandatory in other matters as well,
such as solemnizing marriages. Moreover, reports from the UK Organ Donation

Taskforce also clearly emphasize the importance of encouraging people to broach and
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1077 Amitai Etzioni, ‘Organ Donation : A Communitarian Approach’, (2003) Kennedy Institute of Ethics
Journal, Vol.13, No.1, 1-18, p12

1078 Ibld

231



discuss organ donation issues, especially with families, friends and those closest to them,
in order to help the NHS carry out its work more effectively’®”®. So, the witness

requirement does clearly promote this objective.

Recently, the Welsh Assembly Government sponsored an organ donation awareness
campaign called ‘Donate Wales: Tell a Loved One’ to encourage people to discuss organ
donation intentions with loved ones first before registering as organ donors'%.
Moreover, according to the European Union Committee, there is evidence that members
of families who have discussed organ donation matters among themselves tend to be
more likely to be willing to donate organs too®. Despite family consent remaining the
most important factor for a successful organ donation, studies have shown that less than
half of those who have signed a donor card have discussed their intent with their
families'®%1%3 Within the registered organ donor group analyzed in this study, it was
found that not all of them had informed their families about their decision to become an
organ donor. The results showed that, although 85% did inform their families, the
remaining 15% chose to keep their decision to themselves, which is still a high
percentage. Within this group, only 60% received support from their family while the
remaining 40% had to face family objections to their decision to donate organs. This is
again a high percentage and its consequences must be taken seriously as family objection
is acknowledged by the law in Malaysia. One can imagine how many more organs will

subsequently be wasted due to family rejection if nothing is done urgently to prevent it.

Making family witnesses an additional requirement will also help lift the burden from

family members in deciding about donation, following a very sudden, unexpected and
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untimely death, which is undeniably a situation of great distress and grief. As such, the
emotional environment is significantly reduced when organ donation is already expected
to take place and close family members are already aware of the deceased’s wishes
because the matter had already been brought up and discussed together with the deceased
him/herself during his/her lifetime. Moreover, relatives might be reluctant to take a
personal decision about the removal of organs, but they would find it easier to agree if
they were simply confirming the intention of the deceased person®®*. This suggestion
will also prevent incidences of family members being totally ignorant of the deceased’s

intention to donate organs, which is similar to leaving the final say to the family.

This situation normally leads to refusal to allow donation as, in cases of uncertainty,
added to the responsibility of making a big decision when they themselves are also
feeling vulnerable and distressed, the family might feel that the safest course of action is

to refuse permission for organ donation'®®

. The implication of the deceased not
registering him/herself as an organ donor also invokes a belief within his family members
that the deceased was against organ donation, and this is reinforced by the presumption
that, if the deceased had wanted to donate his/her organs, he/she would have indicated
such intentions during his/her lifetime'®. As a result, fewer organs are being donated.
Conversely, if family members are already aware of the deceased’s wishes, hopefully,

when the actual time comes, it will be easier for them to accept and honour the

deceased’s wishes to become an organ donor.

The two family witnesses could also play an influential role by explaining and clarifying
the wishes of the deceased to the other members of the family, as it is always easier, more
comfortable and convincing to listen to people who are close to us compared to doctors

and nurses, who are considered total strangers. In practice, these two witnesses need not
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be present during the registration process, and are only required to sign the registration
form, including supplying their brief personal and contact details so that they can be
easily reached by those in authority. These witnesses must be aged 18 and above, sane,
and have family proximity to the registered organ donor. Nonetheless, in cases where the
potential organ donor has no family members at all or in cases where none of the family
members is available to willingly come forward, provide support and become a witness,
exceptions could be made. This additional requirement should not become an obstacle
hindering people in making their altruistic organ donations. So it is recommended that the
preference for having family members as witnesses be made flexible in these cases and
that they might be substituted by those who are in close relationships with the deceased
as well. This could be a close friend, a colleague, a close neighbour or maybe an
employer, for example, as long as they are able to certify and demonstrate awareness of
the person’s whereabouts and can at least provide some brief information about the
deceased. After the potential registered donor has filled in his/her particulars on the
registration form, has indicated which organs he/she would like to donate, and obtained
the signatures from the two witnesses, the completed form will then need to be submitted

as usual.

It could be argued that this additional requirement of having to obtain two witnesses’
signatures makes the registration process appear more rigid and complicated; the
researcher believes, however, that if a person is seriously intending to donate his/her
organs, this additional requirement will never prevent him/her from continuing to do so.
It is actually not at all difficult to adhere to, especially in a Malaysian scenario where
family members are normally close and reachable. This suggested requirement could also
be seen as a test to measure ones’ seriousness and willingness to proceed as an organ
donor and should be considered a blessing in disguise as it respects the wishes of the

individual and at the same time acknowledges the importance of family support.

The researcher strongly believes that this will be no hindrance to any person continuing
with their altruistic intentions to officially become a registered organ donor; it will

actually make things more certain and run more smoothly. As for the registered donor
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him/herself, he/she could rest assured that his/her wishes to donate his/her organs will be
honoured and carried out upon his/her death, without fear of his/her decision being
overruled by the family later. However, the implementation of this additional witness
requirement must not in any way prohibit the potential organ donor from retracting
his/her decision to donate. To do this, he/she could simply inform the National Transplant
Registry (NTR) of his/her intention to de-register and subsequently his/her name would
be removed from the list of registered potential donors. He/she might inform the
witnesses of this change of heart but it will, nevertheless, always be the responsibility of

the NTR to inform the witnesses of any changes.

This witness requirement is also possible for online organ donor registrations. Here, the
organ donor will enter his/her particulars online as usual and additionally state the name
and brief details of the two family witnesses supporting his/her registration. Later, the
NTR will contact these two witnesses to record their agreement and support. In cases
where family support is clearly obtained, in the event of the death of the registered organ
donor, the hospital can in fact implement the organ procurement procedures immediately,
even without first informing the family members. This will reduce delays in procuring the
donated organs while ensuring the possibility of a better outcome from the transplantation
by facilitating earlier tissue-matching and other related procedures. However, in cases
where the registered organ donor only managed to enlist a non-familial witness, the
hospital will still need to try and contact the family of the deceased. This is not to obtain

their consent, but is more a matter of courtesy and respect for them.

In relation to approaching families, change should be made to the purposes for so doing.
The current practice now is that families are approached for their consent to organ
donation; however, once families no longer have the power to overrule the deceased’s
wishes to donate organs, approaching them shortly before organ procurement procedures
take place should be no more than a sign of respect and to keep them abreast of what is
happening to the deceased’s body. Hopefully, families would be more comfortable when
approached on the issue and might accept it as a routine part of end-of-life care. It is

absolutely crucial for the families to know and understand their new, limited role, and
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that they are being approached only to further affirm organ procurement proceedings, and
are no longer sought for their consent to the procedure. This does not in any way imply
that they are disregarded; rather, it indirectly entails the attempt to fully honour and

respect both the deceased and his family.

In a study conducted by Ashley et al. to increase donation consent rates in patients with
prior Department of Motor Vehicle (DMV) donor designations, it was shown that
modifying the approach to families, from seeking their consent to organ donation to
asking them to honour the patient’s wishes instead, had actually increased the organ
procurement rate to an outstanding 100% result*®®’. Before this approach was introduced,
only 20 of a total of 24 families of patients having prior DMV designations proceeded
with organ donation. This means that the remaining four families had dismissed the
opportunity to proceed with the organ donations hoped for. However, after this modified
approach was introduced, the families of all 19 DMV designated donors had consented to

organ donation™®,

This approach also signifies how a balance can be struck between providing respect and
honour to the grieving family while at the same time ensuring that the deceased’s wishes
can still be carried out. However, in cases where family rejection is too strong and they
cannot be persuaded to compromise, or they have perhaps even commenced legal
proceedings to block such procurement from taking place, it is better to adhere to the
family’s wishes, as any compulsion used to proceed with organ donation despite the
families’ strong opposition will impact not only the patient, but also their families, who
must cope with the sudden loss of the deceased. So, in such exceptional cases, it is
important to maintain respect for the families as well. Consulting family members at the

time of death could at least positively facilitate the process of obtaining details and

1987 Ashley Britton Christmas, Eric J. Mallico, Gary W.Burris, RN Tyson A, Bogart, RN, Harry James
Norton and Ronald F. Sing, ‘A Paradigm Shift in the Approach to Families for Organ Donation: Honoring
Patients’ Wishes Versus Request for Permission in Patients With Department of Motor Vehicles Donor
Designations’, (2008) Volume 65, Number 5, The Journal of Trauma Injury, Infection, and Critical Care,
1507-1510.
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information about the potential donor’s current medical and behavioural history,

which plays an important role in ensuring the success of a transplant'°*.

Reports from the UK Organ Donation Taskforce showed that donor families themselves
insisted on being involved in the decision to donate and on being allowed to make the

decision that was right for them at that time®**

. Surprisingly, even the organ recipients
themselves felt that it was important to know that the family of the donor had been
involved in the decision-making process and were also comfortable with it Therefore,
in our efforts to reduce family rejection of organ donation, it is equally crucial to ensure
that all these families involved have a positive experience in the context of donation.
These donor families’ first-hand experiences of being involved in the deceased’s organ
donation process will obviously play an important role in sustaining future donation rates,
both in the educational role that they play within their own communities and the formal
roles they sometimes play in helping to educate healthcare professionals about their

experience of the system itself'*

. “Based on reported experience in the USA, given the
right circumstances, families appear motivated by what their deceased family member
achieved through organ donation and this is commonly illustrated by the heroic status
which is attributed to them™'®*. So, in short, we can see that, were the donor families to
experience a positive and supportive environment in the decision-making process, their
positive attitude towards the system would most likely spread and be shared with others
in the community. However, if their experience were a total nightmare, more negative
rumours would, without doubt, spread and surely jeopardize all our efforts to further

promote organ donation.

1089 House of Lords European Union Committee 17", Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
London, The Stationary Office Limited, para 253, p.50.
10% The Potential Impact of an Opt Out System for Organ Donation in the UK, An Independent Report
from the Organ Donation Taskforce, January 2008, www.dh.gov.uk, para 6.3, p.12
191 |bid, para 8.4, p.17
1092 Ibld
199 Magi Sque and Tracy Long, House of Lords European Union Committee 17", Report of Session 2007-
08, Increasing the Supply of Donor Organs within the European Union, Volume 1:Report, 2 July 2008,
ﬁ&thority of the House of Lords, London, The Stationary Office Limited, para 254, p.50.
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The researcher personally agrees that the deceased donor’s wish to become an actual
donor should be respected as it is part of upholding the principles of human autonomy.
However, there remain some concerns: why does the same system not provide respect to
the deceased when he/she did not express any consent to become an organ donor? Is it
right to allow others, particularly the family, to decide on his/her behalf when he/she
most probably did not want to become an organ donor in the first place? In cases where
the deceased had actually informed any of his/her family members about his/her intention
to become an organ donor, but had subsequently failed to officially register as one, this is
still justifiable. The main concern lies particularly in cases where the deceased had
remained silent and his/her real wishes are totally unknown: in a system where individual
consent is considered pre-eminent, should we not also respect and uphold the human
autonomy principles here? However, many will probably argue that, once families are
not allowed to decide on behalf of their deceased family member, the organ shortage
problem will consequently become even worse. Personally, the researcher agrees that that
is a possibility; nevertheless, it would be much better if we could avoid this and not allow
organ shortage problems to become an excuse for it. We should still consider the
possibility that the deceased actually did not intend to donate his/her organs and might

have his/her own personal reasons for this position.

In Malaysia, section 2(1) of the Human Tissue Act 1974 clearly requires the person
him/herself, while alive, to express his/her wishes to donate his/her organs, either in
writing or orally, and the same Act remains silent on providing authority for others to
decide on his/her behalf upon his/her death. However, article 6.3.7 of the National Organ,
Tissue and Cell Transplantation Policy does conversely give authority to the next of kin
to decide on behalf of the deceased whether or not to donate his/her organs. The same
happens in the UK where, by virtue of the Human Tissue Act 2004, in cases where the
deceased had not expressed their intention to become an organ donor, the person
nominated by the deceased or someone close to them (qualifying relationship) could also

decide on their behalf'°. With due respect, although revoking the power of the family to

10% The Human Tissue Act 2004 New Legislation on Human Organs and Tissue,
http://www.dh.gov.uk/prod-consum-dh/groups/dh-digitalassets/@dh, viewed on 12 August 2009.
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decide on behalf of the deceased seems impossible, and that it could possibly affect the
number of organs procured, the researcher still believes otherwise; no matter how scarce
the organ supply is, when a person does not register as an organ donor during his/her
lifetime, the family members should no longer be allowed to decide on his/her behalf.
Coincidently, the Scottish Council on Human Bioethics (SCHB) supports the same view
as it considers it crucial that organs or tissues should only be removed from a deceased
person if this person had given his or her consent for the procedure. They also opined that
the next of kin should not authorize the retrieval of organs when the individual had left no

wishes, especially when an opting-in system is adopted*%.

8.3 ROAD FATALITIES AS ORGAN RESOURCES

Another possible solution is to depend on the plentiful supply of organs available from
road traffic accident victims. Despite actions taken by the government of Malaysia to
reduce road fatalities, unfortunately it is still one of the most common causes of death
among Malaysians aged between 15 and 64'°’. According to the Fourth Report of the
National Transplant Registry 2007, 53% of the brain-dead donors between 1997 and
2007 were involved in motor vehicle accidents'®®. Therefore, if more organs from this
group could be donated, Malaysia would no longer have to procure organs from donors
who are less ideal, for example, those having a history of hypertension and /or diabetes,
or reduced renal function at the time of retrieval, elderly donors'®®, donors with long
ischemia time, non-heart-beating donors, split-liver deceased donors, and donors with

1100

infections and elevated creatinine It would also no longer have to resort to

10% House of Lords European Union Committee 17". Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
London, The Stationary Office Limited, para 285, p.56.
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commercial organ transplants overseas''®’. A discussion of this issue is included in

chapter 6 of the thesis.

8.4 ORGAN REGISTRATION FACILITY

An effective, computerized and user-friendly registration system plays a substantial role
in encouraging more people to become organ donors. Therefore, it is significant for
Malaysia to have a working registration system that can increase the number of registered
organ donors as well as actual donors. However, if there is strong support from the public
for organ donation, but this is not translated into a big increase in the number of
registered organ donors, this would suggest that there might be some defects in the
current organ registration system. It is absolutely crucial to have a systematic, well-
managed and updated organ registration system that could cater for this purpose. The
suggested registration system should list everyone who has registered as an organ donor
and should be able to identify the current status of a person - whether he/she is in fact

already a registered organ donor or otherwise%%,

Ideally, in cases where a patient was dying, only by entering the person’s national
identification card number, for instance, would we be able to discover whether he/she
was a registered organ donor or not. So, not only should the system facilitate registration,
it should at the same time easily identify one’s status because every related detail would
be well-recorded and could be easily retrieved by those with the authority to do so. This
would also ensure that organ donations were carried out promptly, apart from in
exceptional cases where the deceased was physically or mentally unfit. However,
adequate control over the data input should be routinely updated and protected to avoid
any misuse of organ donors’ confidential information. Once a system like this is adopted
and operational, the public must be informed about its existence and functions, as this

will boost their confidence about our organ donation system even more.

198 Hooi LS and Lela Yasmin Mansor, 1%.Report of the National Transplant Registry 2004, National
Transplant Registry Malaysia, August 2005, p.128
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Malaysia should follow the example of countries that have already taken initiatives to
provide a simpler and more effective organ donor registration system. In the UK, for
instance, the flexibility of the organ donation registering system is apparent, where the
public is frequently prompted with the option to become organ donors not only through
ordinary means such as the NHS Organ Donor Registry form, Organ Donation line and
website but also when applying for driving licenses, applying for new passports, and
registering with new GPs™'%. As a result of this flexibility, 25% of those currently on the
Organ Donation Register have actually been recruited through the driving license
application form™%. Even private companies such as Boots offer this opportunity to
people when they apply for their Advantage cards™®. It is reported that, since the UK
Transplant partnership with Boots began in July 2000, over 1 million Advantage
cardholders have already opted to join the Organ Donation Registry. This actually
represents more than 6% of those currently on the register*'°. This approach is helpful as
it makes the public aware of the choices available to them and provides a flexible means
for those interested to comfortably express their intention and register as organ donors in
a more relaxed setting as they have ample time to think about it before deciding to give
their ‘gift of life’ to others. Of course, the system cannot possibly ensure that everyone
responds positively and subsequently becomes a registered organ donor, but at least it is
striving to provide a greater opportunity for those who are willing to do so. This approach
might at least stimulate everybody to consider organ donation even slightly; in any case,
it might make them think about how they would wish their body to be treated after they
die. Additionally, this step could also initiate discussions among the public themselves in
rationalizing with one another the reasons why some of them are willing to voluntarily
become organ donors. So, even if not everybody positively responds to this question at
first, our aim, most importantly of all, is to familiarize them with the idea of donating

organs while trying to provide a simple method of registering. It is indeed crucial to

103 ‘Routes to Registration’,
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provide and maintain a registration procedure that is user-friendly, practical and simple,

yet informative enough to ensure an informed consent is obtained each time.

Malaysia would be advised to provide its driving license holders with the opportunity to
register as organ donors each time they renew their driving licenses. The current practice
in Malaysia is that a driving license can be renewed for a minimum of one year up to a
maximum duration of five years. The minimum age requirement to apply for a driving
license for vehicles such as cars, vans, buses and lorries is 18 years. However, the
minimum age requirement to apply for a motorcycle license is only 16, which is actually
below the age of majority required for one to become a registered organ donor.
Therefore, this group, should they still want to register as organ donors, will be subject to
the rules applicable to minors, and they will need to obtain support and consent from their
parents first. So, when they go to the Road Transport Department (JPJ) to apply for motor
licenses, these applicants must be accompanied by a consenting parent who is present to
approve this action as well. However, the parents of these minors still have the right to
refuse consent and object to their child’s decision to become an organ donor, since they
are still under parental care. Only after they have attained the age of 18 can they then
register by themselves, albeit still without support and approval from their parents. To
make this suggestion possible, arrangements must be made to ensure that, once a person
registers to become an organ donor through this method, their consent is an informed one
and they give it fully understanding the consequences of such commitments. Therefore,
sufficient information regarding organ donation must also be provided by merely posting
such relevant information on the wall at the JPJ*'%", besides allowing opportunities for
inquiries. It would be even better if we could provide brochures and posters all over the

department as individuals could read them while awaiting their turn at the counters.

To further maximize the impact of these pamphlets and brochures it would be even more
beneficial if they could be included together with the reminder letter from JPJ to renew

their driving license or road tax, as this would allow ample time for them to consider the

107 Amitai Etzioni, ‘Organ Donation : A Communitarian Approach’, (2003) Kennedy Institute of Ethics
Journal, Vol.13, No.1, 1-18, pp. 9-10
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matter and further assist them in making the best decision later. As such, designation for

organ donation is considered informed consent'!%®

and this practice has in fact been
applied in most states in the United States**®. However, to make possible this suggestion,
full cooperation is needed from the JPJ to include this particular option to register as
organ donors in their application forms. Positively, a study by Ashley et al. has proved
that, by designating donors with the Department of Motor Vehicles (DMV), there was
certainly an increase in the overall rate of consent for organ donation***°. Further, in
North Carolina, the heart symbol on the driver’s license is accepted as legally sufficient
consent to organ donation unless revoked by the donor'*!!. Of even greater significance,
there is also a DMV website which enables individuals to log in and specify their organ
donation status, and every designation is revocable at any time by those who have

proclaimed themselves organ donors™*2.

Another issue related to the organ donation registration system is the use of donor cards,
which act as evidence proving that the carrier is a registered organ donor. In Malaysia, as
explained earlier in chapter 3, when a person has officially registered their intention to
become an organ donor with NTR, they will then receive a small, green organ donor card
which must be carried by that person at all times, to allow quick identification of hi/hers
wishes should the need arise. With due respect, the researcher considers this system
ineffective as the card is easily lost and is often not carried by the organ donor at all
times. For instance, only about 7% to 10% of all individuals in Germany who are in
favour of organ donation carry with them a donor card™*®. Therefore, in a typical case
where a registered organ donor is found fatally injured in a road accident for instance, if

no organ donor card is found in his/her possession, and if no family member is aware of
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Norton and Ronald F. Sing, ‘A Paradigm Shift in The Approach to Families for Organ Donation : Honoring
Patients” Wishes Versus Request For Permission in Patients With Department of Motor Vehicles Donor
Designations’, (2008) The Journal of TRAUMA Injury, Infection, and Critical Care, Volume 65, Number 5,
pp.1507-1510, p.1510
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him/her being a registered potential organ donor, his/her chances of becoming an actual
organ donor are obviously very slight. Only if his family gives their consent on his/her
behalf to allow his/her organs to be procured will his/her wish to become an organ donor
be realized. However, it would be a huge improvement were this card system to be
replaced by an identification system incorporated in the person’s driving license. This is
because the driving license is itself a document that is practical in size and the driver is
legally required to carry it while driving. This method has been applied for quite some
time in the United States, particularly in Minnesota, where the phrase “Organ Donor =
Yes” is written on the back of driving licenses which are in the form of small plastic

cards, similar to credit cards; this system has been shown to work successfully**.

Canada also uses driving licenses and healthcare cards to identify its organ donors****.
Similarly, the government of China is also working with many organizations to set up an
organ donation policy that will allow its people to express their wishes on their driving
licenses™®. Another alternative possibly applicable to Malaysia is to include the organ
donor designation on the national identification cards. This suggestion is practical as
Malaysia is now in the process of changing all its national identification cards into smart
cards, which will be multipurpose, and will not only be used for citizen identification per
se. To implement this, cooperation will be needed from the Jabatan Pendaftaran Negara
(National Registration Office), which is the public organization in charge of the issuance
of all national identification cards. Based on this study, from the total of 482 respondents
involved, 77.2% (372 respondents) actually possessed driving licenses and are on the
roads daily. One can imagine how many more people among the public at large are also
using the roads every day, either as drivers, passengers or pedestrians. People are
constantly moving about to reach different places near and far. So, the risk of accidents
taking place is high as they can happen to almost anybody, anywhere and at any time of
the day, perhaps while taking children to school or driving to work or even while going to

the supermarkets and parks. Undeniably, as so many people are on the road, the chance of

11 Clause A Pierach, ‘Some American Driving Licences Double as Organ Donor Cards’, (1999) BMJ
318:399 (6 February)
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any of these people being involved in any sort of road fatality is also highly possible.
Therefore, it is suggested that immediate initiatives be taken to provide all these road
users with the maximum opportunity to express and record their wishes on organ
donation. This step could help avoid situations where people actually intend to donate
their organs but are not facilitated to do so, and situations where registered organ donors

are not identified because they were not carrying their donor identification cards.

If national identification cards or driving licenses were also allowed to function as organ
donor cards, the researcher is positive that we could definitely identify more registered
organ donors and subsequently allow more organs to be retrieved. For kidney donors, this
early identification could facilitate prompt placement of in situ perfusion cannulae and
decrease both warm and cold ischaemic times which would guarantee better function of

1117
d—".

the kidneys once harveste Additionally, there is a suggestion that credit card

companies could also provide for organ donor identification on their respective credit

cards™?8,

This is a brilliant idea that should be considered although, compared to the
driving license and the national identification card, a credit card is not something that
everybody from all levels of society might have and, sometimes, one single person might
have more than one credit card which could cause confusion if the data on each card were

contradictory. However, it would be unfair to totally reject this proposition.

Conclusively, it is high time that Malaysia equipped itself with a more accurate, simple,
flexible, and user-friendly method to facilitate people intending to register as organ
donors. By having organ donation particulars expressed on either the national
identification card or driving license, this indirectly becomes clear evidence and a direct
means for the family and clinicians to share an understanding of the person’s consent and
wishes to become an organ donor***®. Therefore, most importantly, the donors’ intentions

are clearly expressed and understood. However, were this method to be introduced in

117 Neil Davidson, ‘Credit Card System May Improve Organ Procurement From Non Heart Beating
Donors’, (1998) BMJ; 317: 478 (15 August)
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isolation, without taking steps to remove other barriers, such as family refusal, the system
would still fail to function successfully. For instance, in the United States, although the
desire of the deceased is expressed on a donor card or a driver’s license, since the final
decision still requires consent from the next of kin, the family refusal factor still accounts
for a 50% procurement failure?°. To make things worse, potential donors without
identification or an identifiable next of kin are usually not pursued for organ procurement
procedures'*?!. Therefore, it will be necessary to take other steps together with this

suggestion.

8.5 THE NEED FOR A NATIONAL DATABASE

Malaysia needs to immediately set up an accurate and easily accessible computerized
database which could link all the local hospitals with the National Transplant Registry
and would be able to identify patients who are registered organ donors. So, from the
moment a patient is admitted to the hospital, especially when admission is through the
Accident and Emergency Division (A&E) and Intensive Care Units (ICU), this
computerized database could easily identify the status of the patient — determining
whether he/she is a registered potential organ donor or not - making it easier for the
medical staff to stand by for any possible organ donation to take place whenever
necessary. As time is of the essence in all organ donation cases, being equipped with such
a system not only allows personal details of the patient to be easily assessable, but, most
important of all, we can carry out a person’s wish to become an organ donor, especially
in a situation where they are no longer capable of letting others know and their family
members are not aware of it either. However, this does not in any way mean that less
attention or treatment should be provided to the patient; rather, it would enable the
necessary steps to be taken sooner to ensure that a smooth organ procurement procedure

takes place.

1120 wendler D, Dickert N, ‘The Consent Process for Cadaveric Organ Procurement: How Does It Work?
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This database should also be able to indicate the latest updates and changes, including
recent retractions by the registered donor. Therefore, a national computerized organ
donor registry that lists registered organ donors’ decisions along with their personal
preferences is one of the most important initial steps required to ensure more systematic
organ procurements™?2. This complete database would also work well as a complete
record of donors and recipients and further facilitate the tracing of donors as well as
recipients by the medical authority, particularly in cases of unexpected complications or
adverse events. In the UK, the NHS Organ Donor Register was introduced in 19942, |t
is a confidential, computerized database that currently holds the names of over 16 million
people who have decided to donate their tissue, organs or both. The register is used to
check whether a person wishes to donate and what they want to donate. Donor cards are
still used but, because they can be lost or stolen, the NHS Organ Donor Register is the

best way to ensure all these wishes are permanently recorded?*.

8.6 ORGAN ALLOCATION

Fairness of the organ allocation system does have an impact on the public’s acceptance
of organ donation'®. A trusted organ resource allocation system is important for
increasing the donation of organs and it influences the mortality rate of patients waiting
for organs*'?®. People are more attracted towards organ donation when they are confident

that the allocation system is fair, equitable and appropriate™’

1128

and is not influenced by

other factors such as age, sex, race, religion=°, usefulness to society and social
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standing™'?°. Transparency about transplantation practice can influence the willingness of

people to become organ donors™.

In the current situation where organ supply is limited, it becomes even more crucial that
organ allocation is handled with trust and responsibility. When the public at large has
trust and faith in how the authorities deal with organ allocation issues, this indirectly
contributes towards the organ procurement system’s success. People know that their
intended organs will be able to reach those in need through the proper channels and do
justice to the patients. Therefore, ethical principles such as utilitarianism, justice and

autonomy must be applied to further achieve this objective®**

. The utilitarian principle
emphasizes that an action is considered right if it results in more good than the alternative
action. So, medical indicators such as tissue-typing characteristics are relied upon, to
predict better outcome and justify reasons why a particular recipient should receive an
organ. However, the social worth of a person is not a relevant factor in itself"*2, The
principle of justice will then allow consideration of other factors, not just utilitarian ones.
This includes considering how long the patient has waited for the organ, even though
another more recent patient may have a better tissue match'*®. The autonomy principle
will then allow allocated organs to be given to the next suitable waiting candidate in

cases Where a patient refuses to receive the organ allocated to him/her.

In most cases, all the above factors are considered together and finally a consensus is
achieved®. Those entrusted with the responsibility of distributing and allocating these

organs are equivalent to trustees or stewards of these resources; thus, they must dispose

1135

their duty fairly~. In the UK, the Organ Donation Taskforce identified that trust is
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Ibid
133 1bid, p.14
1134 Ibld
1135 Bernard Teo, ‘Is The Adoption Of More Efficient Strategies Of Organ Procurement The Answer To
Persistent Organ Shortage In Transplantation’, (1992) Bioethics, Vol.6, Number 2, 113-131, p.121

248


http://mmc.gov.my/vl/docs/Organs%20Transplantation.pdf
http://mmc.gov.my/vl/docs/Organs%20Transplantation.pdf

indeed the key to the success of the organ donation system in the UK; there is a risk that,
once this public trust is shaken, the organ donor numbers will fall rapidly and it might
take many years to recover from this situation'**®. Therefore the Taskforce concluded that

the need to maintain public confidence was one of its main considerations™**’.

The ‘solidarity model’ proposed by Gubernatis and Kliemt does seem to be a practical
and fair model of organ allocation. This model suggests that those willing to donate their
organs should be granted relatively higher priority as organ recipients in the organ
allocation process compared to non-organ donors, particularly while the system is coping
with rationing problems in organ transplantation**®. This system could motivate people
to consider organ donation more as it not only benefits patients who are in need of organs
but additionally provides benefit to the donor him/herself in case he/she too needs an
organ in the future. Having shown solidarity themselves, people can then demand that
nobody hinder access to organs which others have willingly donated for them™®,
Pattinson prefers to extend the priority to both the donor and their loved ones, as this
would be an even greater form of encouragement for one to register as an organ
donor'**°. Moreover, this system suggests an important moral concept: if you are willing
to give, then you shall receive and, because of your ability to give, your future potential

will also be given the highest priority***",

Meanwhile, the extra merits given also function as a reward and a kind of non-monetary
incentive for those who have agreed to commit themselves to organ donation. The system
promotes fairness as, even though it gives priority to registered organ donors, others who
are not registered donors are still given the chance to be included on the waiting list and

are not totally deprived of the opportunity to receive the needed organs, although the fact

1138 The Potential Impact of an Opt Out System for Organ Donation in the UK, An Independent Report
H%m the Organ Donation Taskforce, January 2008, www.dh.gov.uk, para 4.6, p.9
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that these dissenting minorities are treated at the expense of willing donors could still be

mitigated.

The highest point on that additional scale should be granted to those who have served as
living donors and have since lost their remaining kidney, while other points should
include the length of time that has elapsed since a potential recipient declared their
willingness to serve as a donor***2. The researcher personally finds this model interesting
as it is more like a win-win situation where both parties involved would obviously gain
something in return, and it also seems easy to implement. However, giving the highest
point on the scale to those who have become living donors and have consequently lost
their remaining kidney indirectly encourages people to indulge in living donation
whereas, in reality, it is always better to resort to cadaver donations as this reduces the
possibility of healthy living people putting themselves at risk by donating their organs
while still alive. However, it is reassuring to know that this organ allocation system still

treats medical criteria as the dominant factor in organ allocation.

Similarly, on 7 March 2001, the Council of Europe adopted Recommendation No.R
(2001/5) throughout Europe on the management of organ transplant waiting lists and
waiting times, which also provides that organs and tissues allocated must be in
conformity with transparent and justifiable rules according to the medical criteria''*.
Similarly, a study conducted in Australia also demonstrated that organ allocation is vital
to elicit community values and preferences towards organ donation*'*. According to this
study, the most influential factor in determining the priority rankings for organ allocation

was the transplant recipient’s age and prognosis.

12 Gubernatis, G. and.Kliemt, H, ‘Solidarity Model: A Way To Cope With Rationing Problems In Organ
Transplantation’, (2000) Transpl Int 13 [Suppl 1]: S607-S608

143 Bopp, K, F, ‘Safety and Quality Requirements in Organ Donation for Transplantation’ (2003) 35
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1144 Colette J. Browning and Shane A. Thomas, ‘Community Values and Preferences in Transplantation
Organ Allocation Decisions’, (2001) 52 Social Science and Medicine, 853-861, p.859
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8.7 UPGRADING FACILITIES AND INFRASTRUCTURES

Malaysia first set up its National Transplant Resource Centre (NTRC) in November
2003. Therefore, all organ procurement matters are already regulated and controlled
solely by NTRC. Similarly, in Spain, the first step taken to solve the organ shortage
problems back in 1989 was to set up a centralized office known as Organisaci’on
Nacional de Trasplantes (ONT) to coordinate organ transplantation and donation matters
at national, regional and local levels, with highly trained and qualified physicians taking
on their roles as transplant coordinators, being responsible for detecting and identifying
potential organ donors and also approaching families***. So, the next step for Malaysia is
to strengthen the position and functions of NTRC so that it is able to perform better at

least at national level.

For a start, NTRC must be officially introduced to the Malaysian public so that they are
aware of its existence and, therefore, can appreciate its functions more. NTRC must be
promoted as the appropriate organization that specifically champions organ donation
issues and is the best place to resort to for any issues related to organ donation and
transplantation, rather than going to the hospitals. It is believed that, once NTRC has a
stronger influence and is accepted by the public, it will be more influential and will play a
bigger role in tackling issues such as improving donor identification and reducing family
refusal rates. NTRC must shoulder the responsibility for ensuring that the public are
aware of and understand all about the organ donation system adopted in Malaysia,
including taking initiatives to improve the organ procurement process and organ donation

rates'4,

NTRC must be able to deal with all kinds of different situations involving different types
of donors and organs, including situations where there are conflicting wishes between the
deceased donor and the next of kin. In clear cases where both the deceased and the next

of kin are all in agreement on organ donation, NTRC must ensure that the donation

1145 Margaret Brazier and Muireann Quigley, House of Lords European Union Committee 17". Report of
Session 2007-08, Increasing the Supply of Donor Organs within the European Union, Volume 1:Report, 2
July 2008, Authority of the House of Lords, London, The Stationary Office Limited, para 190, p.40.

114 Wendler, Dave and Dickert, Neal, ‘The Consent Process for Cadaveric Organ Procurement: How Does
It Work? How Can It Be Improved?’ (2001) JAMA, Volume 285(3), pp 329-333.
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intended can, if possible, take place rapidly to ensure the survival of the organs procured
and to provide a better outcome for the organ recipient. So, organ donation involving

these designated organs must proceed accordingly without unnecessary delays.

Similarly, in cases where the parties are not all in favour of organ donation, NTRC must
guarantee that no such organ procurement will take place. In situations where the parties
are in conflict, again NTRC must be prepared to provide solutions and assist by offering
guidance on whose wishes should prevail. Therefore, all NTRC staff must be well-versed
on the current law and protocols dealing with organ donation matters. In particular, in
the current situation where family rejection is still considered authoritative in overruling
the deceased’s wishes, NTRC must at least try to approach and persuade the deceased’s

family to reconsider and finally accept the wishes of the deceased.

A drastic shortfall in the number of medical staff available is also a matter of great
concern. Shortage of medical staff well-trained in organ transplantation does contribute to
the existing organ shortage problem. According to Dr. Zakaria Zahari, due to lack of
facilities and manpower his liver transplant team can only handle 50 cases each year**’.
Sometimes, when a liver becomes available, it can actually be allocated to two or three
organ recipients but, due to lack of facilities and trained expertise, only a part of the liver
is utilized and the rest is wasted. Moreover, every time organ transplantation takes place,
although we are able to solve one problem by providing the needed organ, at the same
time we end up with a new set of problems, particularly the need for constant monitoring
of both donor and recipient, controlling the level of organ rejections and maintaining their
health conditions even long afterwards™*. Therefore, to ensure that all organs procured
are maximally utilized and not simply wasted, immediate steps must be taken to further
improve the number of well-trained staff in all areas of organ transplantation besides

improving the facilities needed to cater for these urgent needs.

7 Interview with Dr. Zakaria Zahari, Head Department of Paediatric Surgery, Paediatric Institute, Kuala
Lumpur General Hospital, Malaysia on 18 January 2008
1148 Ibld
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This issue of the lack of well-trained staff becomes even worse when some of the existing
trained staff are transferred to other departments within the hospital, making it an endless
problem*°. Even though there are suggestions to set up an independent transplant unit
with permanent staff working within it, this suggestion is not yet practicable as the
number of organ donations that actually take place is too small to justify the need for
setting up such a unit***°. Therefore, the responsibility now lies with NTRC to ensure that
all of their staff members are well-trained, as this is the only chance to enable a smoother
organ procurement process to take place each time while reducing the risk of missing
valuable opportunities to procure the available organs. There must be sufficient and fully-
resourced organ retrieval teams available, working around the clock, 7 days a week, as
potential organs can become available at any time and there are always possibilities of
unwanted outcomes resulting from post-organ transplantation operations. These NTRC
staff must be highly competent as they are responsible for identifying potential donors
and, in some cases, approaching the grieving families, and are also required to provide
clarification on any arising conflicts related to organ donation. Therefore, there can be no
compromise over their quality: they must be well-trained and proficient in all aspects of
organ donation as, until these are improved nationally, organ donation rates are unlikely

to change™".

Moreover, failure to identify potential donors and initiate the referral and request process
regarding the beliefs and attitudes of the families of potential donors represents another
barrier to procuring more organ donations***2. The Spanish system similarly emphasized

the selection and training of all staff involved in the organ donation services; this became

149 Interview with Jamaliah Kario, Senior Transplant Coordinator from National Transplant Resource
Centre on 7" January 2008.
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one of the key factors contributing to their success'*>*. Additionally, an increase in the

number of staff is necessary to provide care and support to the relatives of the donors*>*.

The Department of Health End-of-Life Care Strategy which covers care at the end of life
for adults in England fully supports and recognizes this need. Additionally, the Bolton
Hospital Trust provides bereavement and donor support teams which offer support to
relatives and staff in the immediate aftermath of a patient’s death, including discussion of

organ donation options whenever appropriate**®.

Spain provides a 24-hour
transplantation hotline with a single telephone number for the entire country, to provide
instant access to its Organisacion Nacional de Trasplantes (ONT)*®. The UK is also
preparing to set up a self-sufficient 24-hour organ retrieval team as part of its response to

the taskforce recommendations and BTS reports***’.

Next, there must be improvements in the structure and working conditions of the
transplant coordinator network**®, In Malaysia, as the number of registered organ donors
is steadily increasing each year, more transplant coordinators need to be appointed,
especially those who have professional management qualities and are able to uphold the
national guidelines regulating transplantation procedures. It is recommended that at least
one transplant coordinator be appointed to every state hospital in Malaysia, rather than
depending on the NTRC alone to cater for all cases. State hospitals should be designated

as alternatives as, normally, potential and actual donor activities are highly concentrated

1153 House of Lords European Union Committee 17". Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
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in larger hospitals™>. Additionally, more resources should be maximally invested to

improve the process of obtaining consent in these large hospitals.

This donor transplant coordinator will be responsible for attending the donor hospital
from the time of the initial referral until after organ removal, including assessing the
suitability of the potential donor, gathering medical, social and behavioural information
about the potential donor, discussing the matter with the potential donor’s family, calling
in the organ retrieval team, attending organ removal procedures and arranging the last
offices™®. They must also be able to remain on hand to support the donor family'®*.
Research findings from the John Radcliffe Hospital Research, UK, discovered that
consent was more likely to be given by the bereaved family to use their loved one’s
organs for transplants if a doctor was accompanied by a specialist transplant coordinator,
as they are more highly-trained and possess certain social skills for discussing the organ
donation matter in the best manner'*®2. A study by Simpkin and colleagues also showed
that consent rates were higher when the request for organ donation is made by staff from

the organ procurement organization or transplant centre along with the hospital staff**®3,

Additionally, the doctor’s ability to approach the bereaved family has been identified as
another important factor which influences the next of kin’s decision on organ donation by
their deceased loved ones*®*. Not only do the family members feel more confident with
the doctors but, at the same time, the doctors themselves also feel more equipped to
approach individuals in situations following death, once they have been properly trained
to deal with such situations. At the same time, joint commitments of NTRC and all

doctors and donor coordinators placed in every hospital with critical care facilities must

1159 Ellen Sheehy, Suzanne L Conrad, Lori E Brigham et all, ‘Estimating The Number of Potential Organ
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be promoted to ensure better coordination and communication among them at national
level. Spain already practises the appointment of regional organ donation coordinators
and coordinators in each hospital. These coordinators are in fact medical doctors with
clinical authority and 80% are selected from those who are highly experienced and

specialize in intensive care™®

. They work full-time within the hospitals, championing
organ donation issues while at the same time maintaining interactions with both intensive
care units and transplant teams*®. However, each coordinator post is held for a duration
of only two to three years and, afterwards, the post-holders easily move back into other
jobs. This is to allow more new ideas to come in, avoid “burn out” and subsequently
ensure that a more effective organ donation process takes place continuously'®’. The
UK government has also increased the number of transplant coordinators while
expanding funding to strengthen the current network of donor transplant coordinators. By

2010, the UK aims to have a total of 250 donor transplant coordinators™.

Another suggestion worth adopting is to avoid discussing donations at the same time that
news of the death is conveyed*®®. The John Radcliffe Hospital Research, UK, discovered
that, by doing so, more optimistic responses to organ donation were obtained. Although it
involves just a little extra time, there is a big difference in the results as families are three
times more likely to provide consent and positively accept organ donation*®. In the
researcher’s opinion, as the suggestion is simple and practicable, and as it only requires
slight changes, particularly in timing, there would definitely be no harm at all in

immediately adopting it in Malaysia.
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While more national campaigns promoting organ donation are carried out, there must
also be sufficient facilities prepared to deal with any sudden increase in donations that
might take place. It would be meaningless to inspire a massive flow of potential donors
registering as organ donors but, because of weaknesses in the existing system, be unable
to record and trace them in the future. Similarly, it would be such a waste if all the
potential organs obtained could not be utilized due to lack of emergency services, lack of
ICU beds and lack of qualified paramedics and doctors to identify, monitor and proceed
with organ transplantation operations. Referring to Spain’s experience, there were extra
intensive care beds, and the number of organ donor coordinators was trebled in order to
cater for the trebling in the number of organ donors'*’*. So, in Malaysia, with its 14
separate states, all the state hospitals must at least have their own transplant teams,
modern facilities and adequate ICU beds to facilitate organ donation procedures™’. If
this were initiated, the transplant team would no longer need to travel to all these states
whenever organs are suddenly available, and the patients themselves would not need to
be transferred to the Kuala Lumpur General Hospital, where the NTR is located, each

time.

By increasing our ability and settings to handle such urgent cases, hopefully more organ
transplants might take place simultaneously as there are plenty of staff members available
to facilitate and further monitor the situation. There would no longer be any need to wait
for the transplant team to become available, since more staff would be well-trained and
the required facilities would also be available. To maximize referrals and requests for
organ donation from donor families, other recommended steps include requiring all ICU
units to refer all potential donors to the NTRC, auditing ICU deaths to monitor referrals
and holding senior hospital administrators accountable if potential donors are not

referred™ "3,
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At the same time, efforts must be made to minimize difficulties with the organ donation
process, especially for the donor family, by reducing psychological trauma, providing
bereavement counselling and avoiding delays in funerals, as all this will not only provide
solace for the donor families in their time of grief but also stimulate a positive attitude to
organ donation in general**’*. The UK has also appointed senior nurses as donor liaison
officers, based at intensive care units, as part of its plan to reduce organ shortage. Up to
the year 2003, 35 hospitals had appointed senior nursing staff trained in intensive care in
order to increase local awareness of organ donation, ensure all necessary protocols and

practices are complied with, and approach the potential donor’s next of kin*">.

Having directives or checklists is also important to provide guidelines to the public and
medical staff involved about certain steps that they need to take. For the public, the
directive must provide information about how a person can officially register as an organ
donor, the criteria required and where to register. Once all the steps stated in the directive
have been complied with, the individual can rest assured that he/she has officially
become a registered organ donor and has the right to have his/her wishes carried out if

and when the time arrives.

A directive for the medical staff should, on the other hand, guide them towards
facilitating a smooth organ donation procedure through a standardized protocol. It should
start from the very first moment when potential organ donors are identified, including the
process of approaching and informing families and allocating organ recipients, up until
the final stage where the transplant procedures will eventually take place. Having such
directives could also help provide clarity, for instance in matters related to deciding
patient care and treatment, the diagnosis of death, and maintaining the quality and safety
of the procured organs. Not only would it assist the staff in making sound decisions but,
indirectly, they would feel supported and could work freely within a clear, unambiguous

framework of good practice. For example, the Academy of Medical Royal Colleges
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(AMRC) received full support from the UK government to produce an updated Code of
Practice for the diagnosis of death''’®, for the same purpose''’’. Once all this becomes
routine and part of the organ procurement system itself, hopefully the medical staff
involved will be clearer about their duties and responsibilities and will be more confident

about approaching potential organ donors and their respective families for consent.

Recently, it was reported by the European Union Commission that, in many cases, the
non-availability of donor organs is partly the result of the medical staff’s attitude of never
considering organ donation a serious issue. Therefore, the option of donation is never
presented to the patient’s relatives, and no evaluation is ever made of the suitability of the
patient’s organs for donation''’®. This again proves the importance of raising working
directives on organ donation among the medical personnel first, before further addressing
the public at large on the same issue. These directives will function as a checklist that
needs to be referred to and consulted every single time there is any possibility of organ
donation taking place. However, it must be clear that these directives should be designed
to further facilitate the process and should never become something that restrains or

complicates the existing organ procurement procedures.

So, a balance must be struck to ensure that these directives do not become a burden or
make organ donation a complicated matter. For instance, they should not cause clinically
accepted organs to be rejected just because they do not comply with the high standards of
quality and safety put forward. Ms Lesley Bently, Lay Chair of the Patient Liaison Group
of the Royal College of Surgeons, even suggested that, in some cases, where the patient
has great difficulty in finding an organ, an organ of less than the highest quality might

possibly be considered**™. In short, these directives must not be tied up with bureaucracy

1176 A Code of Practice for the Diagnosis and Confirmation of Death, Academy of Medical Royal Colleges,
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nor be too rigid. Conversely, a well-balanced and flexible set of directives, added to the
co-operation received from all levels of society, could in due course achieve a
standardized and harmonized approach to organ donation. The key to a successful
transplant process is to simultaneously improve and upgrade organization, cooperation

and professional skills'*°,

8.8 IDENTIFYING MORE POTENTIAL ORGAN DONORS

If we are to rely largely on brain-dead patients for potential organ donations, particularly

h8 all Intensive

patients who die as a result of sudden, traumatic and premature deat
Care Units (ICU) and Accident and Emergency (A&E) departments in hospitals must be
able to cope with such availability™®2. Findings from an audit of death undertaken in ten
A&E departments in North Thames region, UK, discovered a huge potential pool of
organ and tissue donors, but this source is not being utilized. Key healthcare
professionals involved in the care of potential donors, including A&E staff, anaesthetists,
neurosurgeons, emergency trauma teams, nurses and other medical staff, must be
prepared at all times in case a potential donor suddenly becomes available. The
involvement of in-house transplant coordinators in particular, at various trauma
departments, is reported to significantly increase family consent rates*8**'#* However,
the fact that the family of the patient had not had sufficient time to establish and build
their relationship with the medical and nursing staff makes it quite difficult to raise the

issue of organ donation.
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Moreover, the illness of the patient is normally sudden and can lead to premature
death®. So, it is absolutely crucial to intensify donor detection at hospital level **¥¢ and
to be prepared to handle such sudden availabilities of potential organ donors. Although
there is a possibility that the bereaved family might refuse organ donation when
approached, the medical staff must not consider this a failure. Rather, the real failure
occurs when these people are never given a chance to say ‘yes’ or ‘no’ in the first
instance. Nevertheless, many relatives still wish to be approached and to discuss the
possibility of organ donation. Studies show that relatives actually do not feel offended or
distressed as they understand that health professionals have a responsibility to ask;
instead, they feel sympathetic to the healthcare professionals as they realize that the task

of bringing up such a big matter in such a situation is undeniably difficult**®’.

There is also a recommendation to carry out brain death testing on all patients in whom
brainstem death is a likely diagnosis, even if organ donation is an unlikely outcome™®.
Performing a brainstem death test is good medical practice for suspected brainstem death
patients as, once brainstem death is confirmed, treatment should be ceased immediately
and the families of the deceased should subsequently be offered the option of organ
donation*®, Based on the Potential Donor Audit carried out by UK Transplant, it was
identified that the omission of brainstem death testing for all potential organ donors leads
to a significant loss of donor organs**®. Specifically, the Audit revealed that up to 1,288

patients per year are potentially suitable for organ donation, but the opportunity was
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missed because brainstem death testing was not carried out'***. Additionally, every year,
between 400 and 600 patients in intensive care units, for whom diagnosis of brainstem
death was likely, were never diagnosed; in the opinion of the auditors, there was no

particular reason for this''%?,

This weakness has caused fewer potential organs to be procured, due to the fact that they
are neither considered nor identified. Consequently, no referrals were made to the
respective organ coordinators either. However, in carrying out this test, the standards for
certifying brainstem death must be strictly complied with. Therefore, these tests will only
be carried out twice, at separate times and by different doctors, neither of whom must be
a member of the transplant team, once it is established that the patient has suffered
irreversible brain damage. If the second set of tests confirms no evidence of brainstem

activity, it is only then that the patient is declared dead'*,

The Scottish Council on Human Bioethics has taken a step further by suggesting that a
specific provision should exist which allows physicians to remove organs for
transplantation only after they are satisfied that brainstem death tests have been
performed and recorded properly**®*. In practice, critical-care teams are encouraged to
notify the donor transplant coordinator regarding all patients whose condition may lead to
brainstem death-testing***®. Once this has been confirmed, the wishes of the patient in
respect of organ donation are identified and, if necessary, further appropriate clinical tests

are conducted. Subsequently, organ donation will proceed if consent for it has been
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established. Already implementing this positive approach, the University Hospitals
Birmingham NHS Foundation Trust has been automatically referring patients diagnosed
as brainstem-dead to in-house donor coordinators and then subsequently approaching all

relevant family members'!®®

. For some time, Spain and the USA have both been
practising this strategy which allows early referral of all possible donors to trained donor
personnel to ensure that full support is provided if there is any possibility of consent and
donation. This approach enables contact with potential donor families even before the
subject of donation is brought up, which supports the building of trust and caters better to

the needs of all families of potential donors™'*’.

Lastly, a proper pre-transplant evaluation of potential donors is necessary*'*®. Through
this evaluation, sufficient information could be gathered to weigh and balance the
potential risks or benefits arising from the transplant taking place, while further ensuring
that the organs procured were of good potential and quality™**°. Consequently, when all
the risks and characteristics of the potential organs had been identified and documented,
it would be easier to decide whether to proceed with the organ donation and allocate it to
any suitable recipient. Although there are always certain risks associated with procured
organs, it might be beneficial to weigh the possible risks against the consequences of not
receiving a transplant at all. In other words, we cannot afford to be too selective and
demanding although this does not in any way mean that the quality and safety aspects of
the procured organs would be compromised. Generally, in most cases the overall benefits
of an organ transplant are high but the clinician and potential recipient must play their
important roles in deciding where, in a particular case, the balance of risk to benefit lies

and whether an organ should be accepted for transplantation or not*2%.
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8.9 INCENTIVES

Another suggestion that could help increase organ donation in Malaysia is to offer
incentives to registered potential organ donors and actual organ donors alike, especially
when altruism alone seems to have failed to increase organ donation rates*?". Although
rewarded gifting is generally mentioned in the Malaysian Medical Council Guidelines on
Organ Transplantation, the council has yet to reveal its stance either to firmly support or
oppose incentives being given to organ donors, particularly living donors*®2. The
incentive recommended here should not be treated as equivalent to putting a price on the
organs donated or the willingness of a person to do so, but rather as a sign or gesture of
appreciation to those willing to come forward and contribute their organs for others. This
initiative should be seen as a symbol of gratitude for their spirit of altruism and
voluntariness, and such rewards should come solely from the government or charitable
organisations and not even partly from the recipient'?®®. This is because, once any organ
is donated to a patient who is also a member of society, society should feel an obligation
to provide compensation for this service’®*. This concept is similar to legal benefits
provided to war veterans or firemen injured on duty for any injury or loss suffered by

them while defending the country and risking their lives for others™®

1206

, Or to monetary

rewards for dedicated teachers

The giving or acceptance of such rewards does not commodify the recipient nor diminish
the value of the organ contributed to society, nor cause loss of dignity'?°’. Rather, it may

be regarded as a necessity to minimize the level of exploitation that already exists in
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current organ procurement systems*?®, In a study conducted in Pennsylvania to find out
what the public thought about issues relating to incentive and benefits given in exchange
for organ donation, it was found that, out of five types of benefits suggested including
funeral benefits, charitable contributions, travel/lodging expenses, direct payment and
medical expenses, direct payment received the lowest level of support’*®. This was
mainly due to the belief that monetary incentive seemed to dishonour the spirit of
altruism in organ donation and commercialize the value of human life**°. Some people
find direct payment to a donor or to the surviving family members, crass or unseemly*?**.
There is also a worry that financial incentives might put undue pressure, especially on the
poor, to become society’s supplier of organs'?*?. Therefore, considering all this, it would
be appropriate to suggest that any incentives recommended for Malaysia should be non-

financial incentives, which are sometimes called “moral” incentives.

There are proposals to award commemorative certificates or plaques to those who donate
organs, expressing the appreciation of the people and the state as well as creating a
donor’s memorial; however, although these would merely express the moral approval of
society, their effectiveness in increasing the supply of organs sufficiently is doubtful'***.
The “rewarded gifting” should be something more tempting, which might possibly make
a person more attracted to considering organ donation, especially when it is still an
uncommon practice among the Malaysian public. Therefore, it should preferably be
something of monetary value that could be provided to the donor or his family (for
deceased donors) but should not in any way amount to payment for the organs. Some
proposals that have been put forward include providing insurance policies that would pay
the beneficiary if, and only if, the organs are ultimately procured; alternatively the

incentive might be in the form of token payments given to potential organ sources for a
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commitment to provide organs upon death, such as a discount on one’s driver’s license if

one ticks the organ donor box*?*.

The panel of ethicists, organ procurement organization executives, physicians and
surgeons convened by the sponsorship of the American Society of Transplant Surgeons
unanimously rejected direct payment or tax incentives as the type of potential incentives
to be offered, as this would violate the ideal standard of altruism and commercialize the

value of human life by commodifying donated organs?™.

In the Netherlands, people
who agree to give up organs benefit from a 10% discount on health insurance premiums,
while in Oregon, United States, discounts are given on funeral costs***°. A similar
approach is also currently used by anatomy institutes in Switzerland to compensate

people who leave their bodies to scientific research?’.

For Malaysia, the researcher suggests that the incentive be in the form of providing free
medical treatment and first-class ward facilities starting from the day a person registers as
a potential organ donor up until the time they actually donate the intended organs. In
Malaysia, the cost of treatment in government and private hospitals is not provided free
of charge, though the latter is even more expensive. The medical cost charged, either for
treatment, medication or hospitalization, differs according to the group of people treated,
depending on whether one is a citizen, a foreigner, a government servant or pensioner, or
working in the private sector'?*®. Three different classes of wards are available, namely
first-class, second-class and third-class'?'?; these differ in terms of facilities and privacy.
For example, a first-class ward will have only one or two patients in a single room, while

the third-class ward will be a large room shared by around 8 patients.
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This incentive of providing free medical treatment and first-class ward facilities might
simply be applicable to living organ donors, as they themselves will be able to enjoy this
privilege during their lifetime. But how can we provide these incentives to cadaver
donors, particularly in cases where the decision to donate organs has been made by the
deceased’s next of kin? The researcher personally disapproves of the fact that families
can decide on organ donation on behalf of the deceased party; however, because this is
still the current practice in Malaysia, perhaps the free medical treatment and first-class
ward facilities offered should then be extended to the donor’s close family members,
which includes their parents, spouse and children, for a limited period of 5 years for
instance. This type of privilege is actually already provided to all government officers in
Malaysia: their parents, spouses and children are also eligible to claim such privilege as
long as the respective person remains in service as a government officer'?®. However,
this privilege will cease when the person has retired or discontinues their service as a
government officer'?”*, However, it must also be made clear that all organ donors are
already exempted from all hospital charges related to the organ donation procedure
agreed, starting from the first day they are admitted to the hospital, as long as it is done at
a government hospital*??2>. However, for any organ or tissue donation procedures carried
out at a private hospital, all the costs incurred from the day the donor is admitted until

he/she passes away, are to be borne by his/her family or relatives'?%.

Providing financial incentives is nevertheless quite controversial. Consider the example
of Iran where, because monetary compensation is given, it is now hard for the authorities
to deny the possibility that people are donating organs only for the sake of obtaining a
monetary reward to ease their poverty?**. It has also become a common phenomenon

that many young and impoverished Iranians agree to donate organs just to pay off their

1220 jabatan Perkhidmatan Awam Malaysia official website, http://www.jpa.gov.my, viewed on 20 October
201
12(2)1 ?bld
1222 gection 16(3) Perintah Fi (Perubatan) 1982. This is applicable from 29 December 2003, as stated in the
letter from the Ministry of Finance, KK/BP(s) 09/692/79 Jid 3. S.K.4/2003(4),
?ztztgp://vmmw. myhealth.gov.my, viewed on 3 February 2010

Ibid
1224 Larijani,B, Zahedi ,F, and Taheri, E, ‘Ethical and Legal Aspects of Organ Transplantation in Iran’
(2004) 36 Transplantation Proceedings, 1241-1244, p.1242

267


http://www.jpa.gov.my/
http://www.myhealth.gov.my/

debts. In fact, 84% of the donors are categorized as poor and the remaining 16% are from
middle-class society’?®. At this point, money seems to destroy the spirit of altruism and
voluntariness, making it seemingly harmful to offer financial incentives in exchange.
Perhaps this contributed to the decision made by both the UK and US to prohibit the
offering of financial incentives through their Human Tissue Act 2004 and 1984 Uniform
Anatomical Gift Act/ National Organ Transplant Act respectively'*®®. However, even
though the free medical treatment and first-class wards incentive is given in advance, and
there is a possible risk that the potential donor might withdraw his/her intention of
becoming an organ donor after already enjoying the incentive, it is still fair, as their
organs can be procured until the moment they withdraw, since only after a withdrawal
will their names be automatically removed from the registered organ donor list and any

privileges cease.

Another possible incentive is the offer to contribute towards the donor’s funeral
expenses. An amount of RM2500 payable by the Malaysian government would be
sufficient. The fixed amount offered may look like a payment for organs rather than
compensation for costs incurred?*’; however, this could be rebutted on the basis that the
amount given is not at all equivalent to the price of the organs donated. Moreover, the
funeral benefit offered is optional and is only a small token of appreciation'??,
Previously, in Pennsylvania, with support from the American Society of Transplant
Surgeons, a small sum of $300 was provided as partial reimbursement of funeral
expenses to the deceased donor’s family. This sum was kept small as the intention was
only to convey appreciation for the donation and it was not meant to be treated as
payment for the organs. However, this program had to be halted due to concerns that the
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provision of funeral benefits violated the Federal Law Nevertheless, the American
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Society of Transplant Surgeons still believes that funeral reimbursements are ethically
preferable to direct payments as incentives for organ donors**®, because this indirectly
preserves the gift concept in organ donation and essential ethical perception of gratitude

in organ exchange®*".

Similarly, in the Kuwaiti model, reimbursements were provided
for travel and burial expenses for the family of the deceased donor. This managed to
increase the percentage of transplants per year from 5% to 25% and stopped Kuwaiti
citizens from purchasing kidneys from India and Asian countries*®. Similarly, organ
donation professionals in Spain have the option of offering donor families reimbursement
for funeral costs in return for their agreeing to donate organs, although many prefer not to

exercise this option'?**.

Under a federal scheme in the United States, the cost of travelling, hotel expenses and
loss of wages, particularly for the living donor and also the family of the deceased donor,
is provided to increase organ supply*®*. This type of incentive was taken up by the
Department of Health and Human Services when they approved $8 million over 4 years
to help pay the financial costs incurred by living donors, and each individual organ donor
could be reimbursed with sums ranging from $500 to $3500'%*. Again, this alternative

was proved effective as organ donations from living donors increased, although payment

d 1236 1237.

for loss of wages was not include in this scheme
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Alternatively, the incentive could also be in the form of a benefit of a set amount that
would reward the deceased’s donor’s estate upon the family’s decision to donate the
organs'?®®. This would then result in ‘familial benefit’, since the remuneration could be
used by the family to help pay for the funeral or hospital costs, or as a donation to the
deceased’s favourite charity, or could simply remain with the estate. One way or another,
the remuneration would yield emotional or psychological benefit if the funds received

were used to memorialize the deceased'?®.

This simple step of offering incentives has become fruitful in increasing the number of
organ donors in many countries, so it is time for Malaysia to take a similar step.
Moreover, the fact that Muslim scholars considering the ethics of organ donation in six
Islamic countries, including Kuwait, Saudi Arabia, Iran, Egypt, Lebanon and Oman,

supported this idea of providing reward in return for organ donation*2*

strengthens this
proposal, as the majority of Malaysians are also Muslims. With due respect, the
researcher disagrees with Veatch who argues that indirect incentives will not work and
are morally deceptive. Veatch also opposes all efforts to provide planned systematic
“rewards” or “gifts”, or to provide medical or burial expenses as, according to him, such
plans are merely gimmicks covering the fact that financial incentives are actually being
paid*?*!. The researcher still believes that the incentive suitable for Malaysia is to provide
free medical treatment and first-class wards, including contributing towards the donor’s

funeral expenses.

1) any state compensation program, any insurance policy, or any Federal or state health benefits
program;
2) any entity that provides health services on a prepaid basis; or
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2011.
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In fact, Malaysia has already been giving out indirect incentives and privileges to regular
blood donors. For instance, this group is eligible to receive free out-patient medical
treatment at government hospitals, priority in receiving medical treatment, and first-class
wards; in some hospitals, they even have their own service counter which provides them
with services without having to queue™®*?. So, it would be highly desirable to simply
extend this incentive to all registered organ donors who have pledged to contribute such
precious gifts to others. However, once a registered potential organ donor withdraws

his/her consent, these incentives must automatically cease too.

Hopefully, by agreeing to provide incentives, we would be able to attract more
Malaysians to register as organ donors. The Department of Health and Human Services in
the United States had offered 26 million dollars in grants to develop methods of
increasing organ donation***. The US Senate recently passed the Organ Donation and
Recovery Improvement Act 2004, which promoted donation by reimbursing organ
donors for travel and subsistence expenses, besides establishing public education
campaigns and funding hospital organ donation coordination programmes***. Likewise,
the UK Health Departments actively encourage the reimbursement of live donors,
particularly in renal failure cases, for their expenses. However, all reimbursements must
be made by a proper authority, for example, by a primary care trust or hospital trust
which is responsible for deciding whether (and how much) reimbursement should be

given®?®,

Incentives are also essential for all the medical staff involved. In Malaysia, Tissue Organ

Procurement (TOP) teams have been established in 16 Ministry of Health hospitals to
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facilitate the management of cadaveric and tissue donations in these respective
hospitals***®. This is a good start, but it has not contributed much towards improving the
organ shortage problem. According to Dr. Ghazali Ahmad, the effectiveness of such a
system is influenced by the frequent reshuffles and changes involving the TOP team
members and the nature of the system itself. Dr. Ghazali added that, because the system
does not offer any incentives or penalties for the TOP team members involved, and
because its implementation burdens the TOP team members directly with additional
routines added to their usual daily duties, not many are therefore willing to seriously put
the system into practice. Therefore, if we still want to maintain this TOP team, immediate
steps must be taken to encourage them to undertake this responsibility sincerely. Besides

that, close monitoring of the team’s progress and achievements is crucial.

Every donation activity, including the rates of potential donor identification, number of
referrals made, and numbers of approaches made for consent for donation, must be
reported. With all this information, we will also be able to assess the current scenario
while conducting more reviews to further improve the existing system and develop better
performances within the TOP team itself and the public in general. So, to encourage the
TOP team members to work harder towards realizing this effort, incentives in the form of
job promotions, for instance, should be offered to those who are able to increase the
number of solid organs procured*®*’. However, if their progress is unsatisfactory and they
fail to show interest in assisting others to donate organs, then certain penalties must also
be introduced. For instance, they could be denied promotions or, alternatively, transferred

to other departments*,

The same suggestion of adopting a policy of incentive and punishment was also

recommended to the ICU staff at the Saudi Center of Organ Transplantation, to increase
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awareness within the medical community™**. However, at the same time, Saudi Arabia
has been continuously organizing regular meetings for ICU doctors, hospital managers
and nurses to keep them abreast of the religious and ethical aspects of organ donation,
diagnosis of brain death, methodology in obtaining consent and methods of preserving
the organs procured'?®®. Spain has also been practising the same, as it pays bonuses to
those involved in procurement activities for each successful donation achieved. And,
although the bonuses are generally small, this is still one of the contributing factors to the

|1251

success of the Spanish model . In Asia, it has been suggested that incentives be

provided to the donor families as well as the medical doctors or the donor hospital to

improve cadaveric kidney and liver transplant rates*?>.

8.10 PROMOTING ORGAN DONATION THROUGH EDUCATION

Energetic education is another pathway leading to solutions to organ shortage
problems'?*®, Public and medical education both play a vital role'®*. A well-informed
society is expected to have a different attitude and normally react more positively to
organ donation and transplantation issues. Through education, societal awareness and the
sense of familiarity with organ transplantation issues could be enhanced. The public must
be brought to appreciate the complexity of organ transplantation and understand the role
that they could play to help solve the organ shortage®°. The problem of organ shortage
also indicates that society is not aware that transplantation is a daily and urgent medical
practice’®®. Therefore, frequent exposure to the consequences of organ shortage must be

discussed as a common issue making it no longer something that is foreign or
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intimidating, particularly for grieving families'®’

. Public education should also promote
understanding of the concept of brain death, which is the legal definition of death, and
impart the absence of religious prohibition of organ donation*®®. When people have a
basic understanding of organ donation, it will at least be much easier to approach them
and obtain their consent, as they will already comprehend the fact that cadaveric organs

are a source of health to every member of society?*®

and, although they have lost
someone dear to them, the lives of others still hang in the balance pending their response.
In fact, better education and facilitated access could assist in making big decisions related

to organ donations and will likely yield much better outcomes too?*°.

Education is powerful enough to make people understand that their willingness to donate
their organs after death could possibly offer a chance of life and wellbeing for others and
that we are currently trapped in a situation where we have more potential organ recipients
than organ donors. Therefore, through education we could disseminate public policies as
well as values sympathetic to the understanding of organ donation activities.
Additionally, in our efforts to promote cadaveric organ donation, education can change
people’s attitudes towards this source of organs'?®!. They should be made to understand
that the use of cadaveric organs is indirectly a potential guarantee of one’s own future
health, as acceptance of such use will enable transplantation treatment to be readily
available to themselves, their families and everybody else, whenever necessary*?®?. The
concept of bodily integrity over the cadaver should be replaced with the usefulness of re-

using organs from the deceased party to help patients in need of these particular
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organs'?®®, They must realize that they too could possibly share this unique and non-
replaceable source of health with others, particularly after death, by allowing the use of
their or their relatives’ organs after death. Education can send a societal message that
organ donation is ‘the right thing to do’ while building a strong moral presumption in
favour of organ donation'?®*. So, once individuals have chosen to donate organs, they
should find it very satisfying to know that their decision has been soundly made based on
correct understanding, knowledge and a spirit of pure, voluntary altruism. Even organ
recipients themselves claim to feel much better once they know that the organs they

received were actually freely given by the donors and their families'?®°.

Predominantly, education on organ donation issues are recommended for all children in
school*®® or, alternatively, for youngsters aged ten and above'®’. This early approach
would make them committed to organ donation sooner, as an integral part of their
obligations towards society. These educational programmes in schools are needed to
teach them that cadaveric organs represent a unique and non-replaceable source of health
and welfare to alleviate the current organ shortage facing humankind*®. So, these
discussions should be included in the school curriculum and adapted to suit each level
and age of the child or adolescent*®®. Moreover, it is hoped that the future generation
will be able to shoulder this problem of organ shortage should it later be inherited by
them. It is believed that, once these children start thinking about organ donation, they can

be expected to at least form their own opinion on it even though they are still young.**
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There was evidently a 53% increase in organ donation activities after “Donor Action
Programs” were carried out in Europe by educating through the media, schools, colleges

and other institutions, and appropriate training programs for hospital and ICU staff.*?"*,

Education could also clear up all existing myths within society. For example, the public
needs to be assured that, even if they have pledged to become organ donors, they will
definitely receive the same treatment as non-donors should they become injured or sick,
and that all efforts will be made to treat them and save their lives. They must also be
made to understand that their organs will only be retrieved once they have been
confirmed dead and there are no longer any signs of life or possibility of resuscitation.
The medical team treating them will not be the same people later responsible for
removing the donated organs. Misconceptions and myths - for instance, that old people
cannot become organ donors - can be rectified and, of course, all this can only be
achieved through proper education. This education programme must fulfil basic
conditions including being permanent, motivated and implemented by fully committed,

specially trained personnel**”2.

Additionally, education should extend to health professionals such as physicians and
nurses, as mentioned earlier in the chapter. At this juncture, they must recognize that
organ donation is actually an integral part of end-of-life care for all suitable patients and
therefore it must be well understood and presented to the public for their support and
commitment. People should be encouraged to talk about organ donation within their
families and to ensure that their relatives are also aware of their wish to donate organs. In
Saudi Arabia, the Saudi Center of Organ Transplantation (SCOT) has attempted to
improve awareness among the medical community about the importance of organ
donation and transplantation by offering training courses, organizing visits to hospitals
where donations take place, holding conferences, issuing publications (journals, booklets,

pamphlets, posters and books), and including it within the curricula of medical schools
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and postgraduate hospital training Some suggest using posters in GP surgeries,

hospitals and libraries, as well as school discussions and medical television dramas**.

From the researcher’s personal observation in Malaysia, death and organ donation issues
are not commonly discussed by people openly. Most often, these issues are only brought
up for the first time in a situation where an immediate decision needs to be taken.
Without having much knowledge on such matters, one might easily feel offended and
shocked and, as a result, deny consent to such ‘intrusion’ upon their loved ones. It is
often difficult for families to discuss and reach decisions on these issues in such sudden
situations. On the other hand, however, if sufficient information were provided, and
organ donation issues gradually became a common issue, there might be more positive
reactions and responses received from the public generally. However, above all, if people
still do not consent to organ donation, even after much information has been provided
and great efforts made to convince them, in the end we still need to respect their rights

and decisions.

8.11 THE ROLE OF MEDIA

The role played by the media is absolutely essential as it is another very powerful tool for
disseminating information to the public. The media is obviously capable of influencing
and manipulating the minds and attitudes of society as its presentations of certain issues
are very convincing®*®. The media is also the best way of providing sufficient accessible
information to society at large, to enable people to make an informed choice. More
publicity and discussion about organ donation must be made available, preferably before
a person is faced with an incurable disease or imminent death'?’ as, by this point, they
will already have a view about it and this will make it easier for them to decide.

However, the number of donors will not simply increase as a result of simple press
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coverage without a joint promotional effort from the medical community itself. Thus, the
media can only achieve maximum effect with guidance and assistance from the medical
community in highlighting certain aspects of organ transplantation and donation that it is
truly essential the public comprehend ¥, This can easily be done by continually
projecting news about transplantation activities, designing special television programmes,
promoting transplantation, organizing public debates and scientific conferences, giving
space to newspaper columnists and even organizing financial donations and
marathons'?’®, Moreover, cultural barriers to the acceptability of promoting cadaveric
donations cannot possibly be overcome in a fortnight, as the process takes a lot of time

and requires patience.

For this purpose, the mass media promotion of organ donation issues must be consistent
and well-targeted on certain public concerns. The media should also be able to strike a
balance on how to effectively promote an issue since, if the media is too enthusiastic
towards organ transplantation activity, there is a risk that it could have an adverse effect
on society'?”®. Therefore according to Dr. P. Kalicinski, a transplant surgeon, the media,
rather than approaching the medical community for sensational news worth reporting on,
should instead shoulder a long-term responsibility to society by providing information
and educational activities’?®°. At the same time, the medical community should, in return,
assist the media, particularly by supplying new, relevant material for publication and
providing responsible specialist commentaries and advice to ensure that organ transplant-
related topics are exposed in a more balanced and responsible manner'?®:. Another
approach to influence and educate the media in organ donation issues is by holding
periodic meetings between journalists, experts in communication and opinion leaders in
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transplantation With the help of positive media publicity based on proper
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information, misconceptions on organ donation could be corrected and issues related to it
could be discussed more openly while emphasizing and highlighting its positive and life-
saving aspects. It is hoped that, sooner or later, the level of public awareness and
understanding on organ donation matters might be raised and consequently more people
would feel encouraged to consider it and hopefully join in as registered potential donors.
Once the issue becomes something common within society, one could confidently and
comfortably bring up the issue even in family conversations and indirectly let one’s

families know about one’s personal views and wishes on the matter.

However, as much as the media can be useful in promoting an issue, it can also be
potentially dangerous in adversely affecting organ donation?3. It is powerful enough to
jeopardize efforts to promote organ donation, particularly when it produces a surfeit of
negative broadcasts on sensitive issues related to organ donation such as organ-
trafficking, brain death, or fairness in accessing organ transplantation, which may
adversely influence the public attitude to organ donation. Such negative broadcasts might
even deteriorate the image of transplantation, causing more citizens to refuse to
contribute and register as organ donors due to fear of misuse of the technology?®*.
Adverse publicity can seriously reduce the supply by reducing the number of potential

1285

donors or causing relatives to withhold consent Equally, in incidences where

polemical discussions on transplantation issues are raised by journalists merely to
promote scandals or sensationalism, the mass media might highlight certain issues

1286

incorrectly and report wrong, imprecise answers <", even to the extent of providing false

information about organ donations'?®’. Although the best way of influencing public
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opinion is through the media™, there is nevertheless no guarantee that its effects, either

positive or negative, will last forever.

In Malaysia particularly, the media must give as much attention to organ donation
campaigns as they give to blood donation campaigns. Were the matter to be discussed
heavily by the media, people would feel more comfortable about discussing organ
donation in family and work contexts, thereby helping others to appreciate the issue as
well*® In the researcher’s opinion, organ donation is not given as high a profile as
blood donation. This is proved by the fact that NTR often organizes joint campaigns with
the Blood Bank, as people do not respond to their promotions as much as they do to
blood donation campaigns. With these joint campaigns, NTR is trying to encourage the
crowd responding to blood donation campaigns to also consider the thought of donating
their organs when they die. This negative response is actually a result of poor
understanding of organ donation and organ shortage issues. However, if drastic measures
are taken to improve the level of knowledge and awareness among Malaysians, there is a
possibility of obtaining a more positive response, and NTR can start running their own

campaigns without having to rely on other organizations.

8.12 ORGAN DONATION CAMPAIGNS

Running campaigns to create public awareness on a particular issue is not an easy task.
They must not only address different levels of society, with different cultures and beliefs,
but must also be well-accepted by everybody. An effective campaign which focuses on
the whole of society demands a high budget to make it possible to reach everybody. In
the UK, Elisabeth Buggins, Chair of the Organ Donation Taskforce, confirmed that a
generous budget of £4.5 million had been allocated solely for raising public awareness as

part of the funding for implementation of the recommendations of the Organ Donation
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Taskforce™®. Although Malaysia might not need such a large amount due to its small
size compared to the UK, undoubtedly a lot of money still needs to be invested for this
purpose. For instance, in 2008, NTR was provided with RM 2 Million by the

Government of Malaysia to create awareness of organ donation®?'.

It might perhaps
seem to have cost a lot initially, with an additional need to set up the required
infrastructure and facilities; however, if the right target is hit, we will actually save more
money in the long run. This is because, when more organ donations take place, daily
treatments such as dialysis, which are far more costly, will be reduced, as organ

donations and transplantations are actually more cost-effective'?*.

Malaysia needs to have organ donation campaigns targeted to achieve two main aims.
First, the campaign must be informative so as to explain and promote organ donation, to
make the general public understand what it is all about and what advantages accrue from
it. Here, relevant information will be disseminated particularly on basic principles about
organ donation, including on the criteria needed for one to become an organ donor,
registration procedures involved, and introducing the NTR and its functions including
highlighting the public’s role in reducing organ shortage problems. These campaigns will
aim to increase the number of people willing to come forward and register as potential
organ donors. The Cystic Fibrosis Trust, UK, suggests that “it may be sensible to remind
people that they are far more likely to need an organ than to be in a position to donate

one” in order to raise public awareness of organ donation**®,

The second part of the campaign must then tackle the challenge of how to ensure that all
those registered potential organ donors do in fact eventually become actual organ donors.

This part of the campaign will need to emphasize the importance of informing their
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family members about their decision to donate organs*?*

and highlight the important role
families should play, especially in giving support and respecting the wishes of their
family members to donate organs. The British Medical Association has held similar
campaigns which encouraged people to make known their wishes about donation*?*>. In
September 2008, the Welsh Assembly Government sponsored an organ donation
awareness-raising campaign called “Donate Wales: Tell a Loved One” that was delivered
and led by organ donation-related charities. This campaign promoted both the importance
of telling our loved ones of our organ donation intentions and also the importance of

coming forward and registering as an organ donor.

It is also worth maximizing the use of certain catchwords or phrases that simply reflect
the basic idea of organ donation campaigns while also being touching and catchy enough
for the public to easily remember. For instance, the NTR Malaysia has been using “the
gift of life” phrase, which is very effective as it highlights the precious value of organ
donation while emphasizing that, though valuable, it is still a gift for which no payments
should be involved. Other catchphrases include “My decision today is my and my
family’s health today”, “helping to live through organ donation”**®, “live & then give”
and “there is nothing simpler than becoming an organ donor - and nothing more
important™®’. The text of these phrases must be not only informational but also

reassuring: organ donors need to know that they have actually made the right decision.

Another aspect that needs to be highlighted through these campaigns is the various
religious stands on this issue. When comparing the Malay, Chinese and Indian
populations, year after year, the statistics show that Malays are the least likely to register

as organ donors although they are actually the majority race. It is important to
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understand the underlying factors causing Malays to resist organ donation. Religious
beliefs may be playing a part, so it is crucial to highlight in these campaigns that Islam
actually approves of and supports organ donation, particularly on the basis that it
promotes brotherhood by saving other people’s lives. It would also be beneficial to
include a range of stakeholders such as non-governmental organisations, local faith
groups and businesses to help promote and campaign on organ donation*®. Should this
effort be successful, organ donation issues will eventually be better comprehended and

well-accepted by the Malaysians.

8.13 INCORPORATING RELIGIOUS AUTHORITY

There is a need to make explicit the various stances of the main religions practised in
Malaysia, namely Islam, Buddhism, Hinduism and Christianity, on organ donation. By
doing this, all existing doubts on whether a particular religion supports organ donation or
not could be removed**®. Besides that, local faith leaders must also realize that they have

an important role in educating the public**®

and increasing public engagement with
organ donation, particularly by emphasizing the importance of saving other people’s lives
and openly discussing the issue from their respective religions’ perspectives ", The
concept of brain death must also be explained and comprehended, especially according to
the various faiths’ perspective, as this issue is very much related to the process of organ
donation being accepted and practised in society. Not only should all this essential
information be included in posters and brochures and be projected in the electronic
media, but there is also a need for the religious authorities to make themselves visible to

and approachable by society. For this reason, we need to recognize the most influential
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religious people and organizations™**

and equip them with knowledge about organ
donation, particularly on their religion’s stand on the matter, as these are the people
usually referred to by society for guidance and advice on their respective religions’
views. Nonetheless, it is a sad fact that major religions do have disastrously low levels of
factual knowledge about harvesting organs in end-of-life situations and are even
uninformed about the scientific criteria employed to declare a person dead at the time of

organ donation™®.

Religious scholars and organizations are also urged to be present at and join in organ
donation campaigns, to enable first-hand information and further clarification to be
provided whenever necessary. Lee Lam Thye suggested that community leaders and
doctors should take part in addressing the public through organ donation forums and
debates in Malaysia;*** however, the researcher believes that religious scholars and
representatives from government religious organizations are equally required to lend a
helping hand as well. For Muslims in particular, information on organ donation and
transplantation and the acceptance of the brain death concept could be included within
the Islamic teachings during Friday and Eid Sermons or even within daily teachings held
at mosques and prayer rooms. Therefore, certain cultural attitudes that have been rooted
within society but are not in line with the true Islamic teachings must be corrected and

changed.

Muslim scholars, too, are urged to be united in their view as we already have a fatwa
made by the National Fatwa Council supporting organ donation in 1974. One
contributing factor to organ shortage in Egypt was that the local religious authorities had

failed to adopt a uniform position on accepting organ donation, which consequently
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inhibited the development of cadaveric donations locally™®.

It would be regrettable if
Muslims were to adhere too closely to their customs, causing confusion on matters that
are actually allowed in Islam but not favoured by custom. Therefore, it is essential for
religious authorities to help clarify and communicate issues relating to organ donation

and the perspectives of their respective religions on it.

Similarly, we could also learn from the way in which Colorado’s Donor Registry in the
United States has worked with religious groups to promote organ donation. Its Donor
Awareness Council’s Religious Advisory Committee contributes by supplying newsletter
bulletins, sample sermons, and educational materials and speakers, including organizing
awareness programs such as the National Donor Sabbath (Colorado Donor Awareness
Council 2002) within the community**®. Let us refer again to the story of Teh Hui Yee:
when the public learnt that her new heart was actually donated by a 15-year-old Malay
boy who was also a Quranic scholar and whose parents were religious teachers, they were
amazed. The boy’s parents had also donated his lungs, liver, kidneys and corneas after
receiving clearance from the state Mufti (religious leader)™®®’. Once again the media
highlighted the fact that a very religious Malay family was willing to help a Chinese girl.
Eventually, after all these prominent reports in the media and, particularly, the public
declaration of support by three state Muftis and the Director General of the Department
of Islamic Development (JAKIM) himself on the issue, another four Malay donors came
forward and donated multiple organs and tissues after brain death within a short space of
time™®. It could clearly be seen how this incident had created more confidence among
Muslims in particular, in that organ donation and transplantation is allowed to be
practised by Muslims. One can imagine how much stronger the effect would be were
these influential Islamic Scholars and Muftis to declare themselves potential organ
donors too! Without doubt, this would definitely encourage many more people to do the

same, especially those from a similar faith group.
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8.14 CONTINUOUS GOVERNMENT SUPPORT

Besides the government taking initiatives to amend the law and provide the needed
funding to promote organ donation at the national level, there is still a need for direct
high-level political commitment to help champion the cause™®. Local leaders are called
upon to use their political influence to help promote and support organ donation in their
respective communities***°. These political figures, however, still need to be strongly
supported by certain consultant-level clinicians who would be able to foresee and
comprehend further any particular needs and essentials related to organ donation and
transplantation. These champions will then be responsible for developing and overseeing

local policies needed to help maximize donations®**

1312

, particularly by initiating related
decisions in support of organ donation activities™“. In Malaysia, the same view was
shared by Dr. Lela Yasmin when she emphasized how important it is to have a certain
political will to champion the cause'*!®. To be even more effective, these leaders must
first pledge to donate their own organs and subsequently challenge others to follow their
example™'*. So, much more is expected from these community leaders than just a few
speeches, as part of their contribution towards increasing organ donation rates within

society.

The government is also urged to take measures to prevent more severe organ failure
problems from occurring in the first place. By improving the health of the population,

including promoting healthy lifestyles, access to primary medical care and
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London, The Stationary Office Limited, para 184, p.39.

B Daar, A.S, ‘The Evolution of Organ Transplantation in The Middle East’, (1999) 31 Transplantation
Proceedings, 1070-1071

B Government Response to the House of Lords European Union Committee Report on ‘Increasing the
Supply of Donor Organs Within The European Union, 17" Report of Session 2007-08, September 2008,
para 3.7, p.9

312 Bernard Teo, ‘Is The Adoption Of More Efficient Strategies Of Organ Procurement The Answer To
Persistent Organ Shortage In Transplantation’, (1992) Bioethics, VVol.6, Number 2, 113-131, p.120

313 Interview with Dr. Lela Yasmin, Co-Chairperson, National Transplant Resource Centre on 14 January
2008 at the Ampang Hospital.

1314 Amitai Etzioni, ‘Organ Donation : A Communitarian Approach’, (2003) Kennedy Institute of Ethics
Journal Vol.13, No.1, 1-18, pp.7-8
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comprehensive preventive programs for common diseases, the number of individuals

needing organs in the future can be reduced™".

Support and medical care, comprehensive preventive programs and early detection of
critical end-stage organ failure cases can obviously reduce the number of individuals

1316 as the saying goes, ‘prevention is better than cure’.

needing organs in the future
Perhaps we could take an example from the Secretary of State for Health, UK, who had
announced the “Putting Prevention First” programme in April 2008 as a national
initiative to detect illnesses early, prevent later complications and plan care for those aged
40 to 74. Checks on this target group will assess a person’s risk of coronary heart disease,
stroke, diabetes and kidney disease; the initiative is predicted to prevent at least 9,500
heart attacks and strokes a year and 4,000 people from developing diabetes, as well as
detecting at least 25,000 cases of diabetes or kidney disease at an earlier stage, allowing
people to be better managed and achieving better outcomes from treatment**!’. All this is
being done to reduce as far as possible the number of critical end-stage organ failures.
Above all, organ donation activity must not be seen as part of the “Orphan Syndrome”
where, although seen as something exotic, high-tech and an important solution to the

organ shortage, it is not given the budgetary and political support it deserves™*!%,

8.15 MAINTAINING LIVING DONATIONS

While cadaveric donations are preferable, it is not, however, possible to totally cease
using organs sourced from living donors, particularly in regenerative tissues such as
blood and bone marrow™'®, kidneys and livers. In recent years, a large expansion in

donation practice has involved the use of living donors, including unrelated living donors,

BI5 g oseph L. Verheijde, Mohamed Y. Rady and Joan L. McGregor, ‘Negative Attitudes and Feelings of
Well-Educated People About Organ Donation for Transplantation’, (2007) 20 European Society for Organ
Transplantation, 906-907

1316 |pid

B Government Response to the House of Lords European Union Committee Report on ‘Increasing the
Supply of Donor Organs Within The European Union, 17" Report of Session 2007-08, September 2008,
para 6.5-6.6, p.18

B8Daar, A.S, ‘The Evolution of Organ Transplantation in The Middle East’, (1999) 31 Transplantation
Proceedings, 1070-1071, p.1071

1319 Shaun D. Pattinson, ‘Medical Law and Ethics’, (Sweet & Maxwell, London, 2006), p.440
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and this is predicted to offer even greater potential in the future®®®. According to Dr
Anthony Warrens from the British Transplantation Society, the outcome of a living
donation is actually better than the outcome of any cadaveric donation, even if the living
donor is not particularly well-matched"®*. Therefore, it would be unjustifiable to totally
ignore the possibilities of living organ donation because its assessment protocol and

practice are vital**%,

Nevertheless, certain restrictions in its application are still necessary, especially in cases
where there is no possibility of finding any matching cadaveric donors. It has been
suggested by the Welsh Kidney Patients Association that living donations should not take
place if they are subject to any financial gain or emotional feelings towards a relative*?*,
However, in all cases, priority should still be given to those having blood relations as this
would obviously benefit both donor and recipient. By allowing such a donation to take
place, we would provide a more promising chance of survival not only to the recipient,
but also to the donor, who is in most cases the carer or partner of the organ recipient®**;
thus, the donor would benefit from the improved quality of life of the recipient. This
sharing of interests means that there is a greater risk of harm to an intimate family

member in prohibiting him/her from donating than there is to an altruistic donor**?°,

Studies on people who have been donors suggest that the majority of them are very

pleased that they became living donors and personally felt good about themselves**?.

However, it is undeniable that, in certain urgent cases, we should still provide room for

1320 Arthur J.Matas and David E.R. Sutherland, ‘The Importance of Innovative Efforts to Increase Organ
Donation’, (2005) October 5, Vol 294, No.13, 1691-1693.
1321 House of Lords European Union Committee 17". Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
London, The Stationary Office Limited, para 36, p.12.
1322Rudge, C.J, “Transplantation of Organs: Natural Limitations, Possible Solutions-A UK Perspective’
(2003) 35 Transplantation Proceedings 1149-1150
1323 House of Lords European Union Committee 17". Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
London, The Stationary Office Limited, para 226 p.47.
1324 Glannon W and Ross LF, ‘Do Genetic Relationships Create Moral Obligations in Organ
;l;g?nsplantation’, (2002) 11 Camb Q Healthc Ethics, 153-159.

Ibid
1326 Anthony Warrens, House of Lords European Union Committee 17". Report of Session 2007-08,
Increasing the Supply of Donor Organs within the European Union, Volume 1:Report, 2 July 2008,
Authority of the House of Lords, London, The Stationary Office Limited, para 222, p.46.
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unrelated living organ donations too, provided that close monitoring and scrutinisation is
maintained to ensure that there are no elements of trading, no commercial gain involved,
no coercion and, most important of all, that the procedure is safe, will not cause
unnecessary harm to the living donor, and is totally driven by the pure spirit of altruism.
However, the researcher fully supports the stand of the British Kidney Patient
Association that living donations, particularly in kidney cases, must only be considered as
the last option, that is, after a period of time has elapsed but the required kidney is still

unavailable'®’.

Nevertheless, in practice it must be extremely difficult to make judgements and strike a
balance in allowing unrelated organ donation to take place, particularly because it is
difficult to prove that no financial incentive has been sought or offered between the
parties and the fact that actual physical harm is being inflicted on a donor who is

otherwise healthy and well. Allowing this also puts him/her at risk of mortality, physical

1328 1329

and psychological morbidity and long-term complications Nevertheless, we
cannot deny the fact that, for the recipient, live donations are obviously healthier, as the
timing of the transplant can be controlled to prevent the organs from degenerating outside
the body™®®. So, there is always a need to balance between risks and benefits.
Nevertheless, in all circumstances, maintaining a good safety record and good long-term
results are always the main factors that make people feel more confident about become a

living organ donor*®*,

1327 House of Lords European Union Committee 17". Report of Session 2007-08, Increasing the Supply of
Donor Organs within the European Union, Volume 1:Report, 2 July 2008, Authority of the House of Lords,
London, The Stationary Office Limited, para 227, p.47.

1328 Guideline of the Malaysian Medical Council, MMC Guideline 006/2006, Organ Transplantation,
http://mmc.gov.my/VI/doc/organ%20 Transplantation.pdf, viewed on 17 August 2009

1329 Shaun D. Pattinson, Medical Law And Ethics, (Sweet & Maxwell, London, 2006), pp.440-441

1330 Mason JK and Laurie GT, Mason & McCall Smith’s Law and Medical Ethics, 7". ed (Oxford
University Press, Oxford, 2006), p.482

1331 Daar, A.S, ‘The Response to the Challenge of Organ Shortage in the Middle East Region : A
Summary’, (1997) 29 Transplantation Proceedings, 3285-3216
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CONCLUSION

There is much to be done to improve the organ shortage problem in Malaysia. Although it
is impossible to implement all the above plans in one phase, the key is to take action on
the very important things first and consistently improve the system. It is absolutely
essential to first strengthen the organization of organ donation services including
identifying potential organ donors while preparing the basic infrastructures needed to
cater for the potential rise in organ donation. In short, improvements in identifying and
referring potential donors, coordinating donors, and retrieving organs must be done

simultaneously in a piecemeal fashion*3*.

Meanwhile, the level of public awareness and understanding of donation issues must be
raised specifically to the targeted group. An optimistic environment that is more
accepting of organ donation must also be provided to improve the public attitude. This
could be achieved by treating organ donation as a common issue and a routine choice
offered as part of the hospital care provided. Malaysia must also aim to provide a
transparent, systematic and quality organ donation system in the future while ensuring an
increase in the availability of human organs, avoiding wastage of human organs and
ensuring optimal use of existing natural resources. While certain standards must be
achieved, continuous monitoring of the system’s progress and development is crucial as
well as providing continuous advice and support to all participating hospitals and
registered donors alike. In short, combined cooperation by the lay public, medical
community and religious institutions, as well as strong support from the government, is
needed"®* to enable all the suggestions above to be applied and, hopefully, our dream of
solving the organ shortage problems in Malaysia will once and for all eventually come

true.

1332 Emma Wilkinson, ‘UK Government Plans Shake-Up of Organ Donation Services’, (2008) The Lancet,
vol.371, January 26, www.thelancet.com

1333 Shaheen, F.A.M and Sougqjiyyeh, ‘M.Z, Improving Transplantation Programs and Patient Care’, (2005)
37 Transplantation Proceedings, 2909-2910
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CONCLUSION

Organ shortage is a serious problem that needs to be tackled effectively. In the context of
Malaysia in particular, effective and drastic steps need to be taken immediately, as the
waiting list of patients waiting for organs continues to grow and the demand for human
organs seems to be endless. According to the Deputy Health Minister, Datuk Rosnah
Abdul Rashid Shirlin, Malaysia currently has a total of 12,133 patients on the waiting list
with 12,100 patients suffering from end-stage kidney failure, 23 with liver failure and the

remaining 10 patients with severe heart and lung failure problems*3,

The organ shortage problem in Malaysia is believed to be primarily caused by failure to
identify registered potential donors and to ensure that they become actual donors later;
there are also weaknesses in the administration of the existing procurement system. Other
factors such as the misunderstanding of certain religious and cultural values, lack of
awareness, and family objections undoubtedly contribute to the problem as well.
However, having insufficient potential donors is not one of the causes of this problem as
there is a positive, continuous increase in the number of people coming forward to
register as potential organ donors. According to statistics from the National Transplant
Resource Centre, up until 31% May 2011, Malaysia had a massive number of 169,224

registered organ donors**®

. Similarly, for the year 2010 alone, 13,164 people positively
pledged themselves as registered organ donors*>*. So, the most important challenge
faced by Malaysia now is to increase the number of actual donors, as statistics from the
National Transplant Resource Centre also show that there were only 327 actual donors

between 1976 and 31 May 2011

A few suggestions and solutions have been discussed and explained throughout the thesis
but, in my opinion, the most important initial step to be taken is to focus and improve on
the application of the existing opting-in system. Malaysia must maximise all possible

efforts under this system, as it is already well-accepted by the public. By preserving the

1334 Faridzwan Abdul Ghafar, ‘Hanya 322 Derma Organ Sejak 1975, Berita Harian, 5 June 2011, p.11
izzz National Transplant Registry, http://www.agiftoflife.gov.my/, viewed on 1 June 2011

Ibid
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element of obtaining consent either from the donor him/herself, or at least from the next
of kin, before any organ procurement procedure takes place, this actually helps to foster a
more positive attitude towards organ donation within society, especially by allowing
personal rights over human autonomy to prevail and respecting people’s own preferred
decisions, based on voluntary will and understanding. This results in a feeling of trust and

confidence3®

which can help organ donation to become a more popular practice.

Next, the power and influence of the family to object to and refuse organ donation should
be legally removed. As this is a choice provided by section 2(2) (b) of the Human Tissues
Act 1974, legal changes through amendments to the Act are required in order to remove
such power from the family members. The organ procurement procedures currently in
practice cannot proceed once any objection is made by the family members even though
the donor, during his/her lifetime, had requested the removal of his/her organs***°. So,
even though one has already registered as an organ donor, and has received the organ
donor card, the potential donor’s organs still cannot be removed without the family’s
consent™*. That is why it is highly recommended that registered organ donors inform
and further convince their family members of their wish to become organ donors, so that
the family is prepared and well aware of that fact. Such amendments would also secure
the position of these registered organ donors, as their wishes would definitely prevail

over any family objections.

Nevertheless, the role of the family and its influence are not to be totally set aside. It is
suggested that they be given roles as witnesses in every organ donor registration process,
particularly those involving their family members. So, whenever someone decides to
register as an organ donor, he/she should be accompanied by two family members to act
as witnesses. This additional administrative requirement would also indirectly allow the

individual to discuss organ donation issues with his/her family at an earlier stage, and

1338 The Potential Impact of an Opt-Out System for Organ Donation in the UK, An Independent Report
from the Organ Donation Taskforce, January 2008, www.dh.gov.uk, para 8.2, p.17

1339 Jade Chan, Organ Donation A Gift of Life, The Star online, 31 July 2009, http://www.thestar.com.my,
viewed on 20 October 2010
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enable him/her to express such wishes openly. At the same time, respect for the family is

still ensured and guarded.

Another possible short-term solution is to resort to the plentiful supply of organs
available from road traffic accident victims. According to the Fourth Report of the
National Transplant Registry 2007, 53% of brain-dead donors between 1997 and 2007

were involved in motor vehicle accidents®3*

, making road traffic accident victims a very
promising source of much-needed organs. It would definitely make a big difference if
more of these deceased victim’s organs could be voluntarily donated to help save the
lives of others, even though the deaths are, in themselves, devastating. Therefore, the best
way to achieve this is by encouraging as many road users as possible to register as organ
donors while renewing their driving license, applying for road insurance and during other
procedures. No force of law is required in applying this; however, a wider range of

opportunities for people to register as organ donors must be made available.

Additionally, it would be highly satisfactory were all the ambiguities found in the Human
Tissues Act 1974 to be addressed immediately. Although Malaysia now has a
supplementary policy which was introduced by the Ministry of Health, the policy will
unfortunately not prevail if it is in conflict with any other existing law. Therefore, it is
suggested that the content of the policy be incorporated into the amended Act, as only by
having the force of law can it be more effective and efficient in application. Also, by
incorporating the policy into the Act, both living and cadaver donation issues would be

addressed comprehensively.

The introduction of incentive programmes for registered and actual organ donors
respectively, is also essential. The incentive suggested should be in the form of providing
free medical treatment and first-class ward facilities for all living organ donors. As for

cadaver donors, these incentives should then be extended to their close family members,

1341 ela Yasmin Mansor, Cadaveric Organ and Tissue Donation, 2007, NTR Publications,
http://www. mst.org.my/ntrSite/download/report2007/Chapter%208%20-
%20Cadaveric%200rgan%20and%20Tissue%20Donation.pdf, p.184, viewed on 22 August 2009
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including their parents, spouse and children, for a certain period of time. It is suggested
that, for the donor’s children, such facilities should continue until they attain the age of
majority and, for their spouse and parents, a duration of five to ten years seems
reasonable. This type of incentive is relevant and suitable, especially as the cost of
medical treatment and medication continues to increase. It would be a privilege for the
living donors while cadaver donors could at least ensure that medical facilities were

available for their beloved family members for a certain period of time.

Besides that, Malaysia must be equipped with an efficient database, directly connecting
all government hospitals with the National Transplant Registry. This technology would
enable the status of a person to be identified immediately, particularly whether he/she is a
registered organ donor or not, simply by entering a national identification number which
each and every Malaysian citizen has. Without such facilities and links, it is very unlikely
that potential organ donors would be identified efficiently within a short period of time,
resulting in precious organs being wasted due to lack of information and unnecessary

delays.

To conclude, though organ shortage is a serious problem in Malaysia, | am positive that it
can be gradually overcome, especially by implementing the above proposals
immediately. Campaigning for more people to register as organ donors is necessary, but
at the same time efforts must also be made to ensure that the number of actual donors
also increases simultaneously. It isto be hoped that, by integrating the various proposals
discussed above and implementing them as a whole, Malaysia might soon be proud of the
large number of organs procured and the many lives saved, as not only would the position
of potential registered organ donors be secured, but the procurement system itself would
be more efficient and systematic. All this would contribute to helping Malaysia solve its

long-standing organ shortage crisis.
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Appendix 1

QUESTIONAIRE
A SOCIO LEGAL STUDY ON ORGAN SHORTAGE IN MALAYSIA
Instructions:
» Please circle/tick ONE answer or fill in the blanks whichever is necessary.

» All information provided is treated strictly confidential.

PART A: PERSONAL INFORMATION

Al) Age (on 1/1/2008):------------ years

A2) Sex

a. Male |:| b. Female |:|

A3) Race

a. Malay |:| b.Chinesel:l c.Indial:l d.Others|:|

A4) Religion

a. Islaml:| b. Buddha I:I ¢. Hindu I:I d. Others I:I

A5) Highest Education Level
a) [ ] Primary School
b) [ ] Secondary School

c)[__] College/ University

A6) Which state are you from?
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PART B: GENERAL KNOWLEDGE ON ORGAN DONATION

B1)

B2)

B3)

B4)

B5)

B6)

B7)

Have you ever heard of organ donation?

a) Yes b) No

If your answer is yes, from where did you hear about it?

a) Newspaper and magazines

b) Radio and television

c) Internet

d) Others (Please specify )

Based on your knowledge, from where can organs be obtained?
a) Living people/donors

b) Dead people/donors

c) Living and dead people/donors

Which of the following do you prefer the most?

a) Beinga living donor

b) Beinga dead / cadaver donor

c) Being both a living and cadaver donor

Please list down the types of organs that you know are suitable to be donated.

Are you aware that Malaysia is facing organ shortage problems?
a) Yes b) No

If your answer is yes, from where did you get that information?
a) Newspaper and magazines

b) Radio and television

c) Internet
d) Others ( Please specify: )
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B8)  Areyou aware of the Human Tissues Act 1974 that regulates organ donation
matters in Malaysia?

a) Yes b) No

PART C: YOUR INVOLEMENT IN ORGAN DONATION MATTERS
Cl)  Areyou aregistered organ donor?
a) Yes b) No

» If your answer is Yes, please proceed to Section A
» If your answer is No, please proceed to Section B

SECTION A: ORGAN DONORS

C2) How long have you been a registered organ donor?

C3)  Why did you decide to become an organ donor?

a) To help save other people’s life

b) I have experience of a loved one needing an organ

c) | have experience working with patients needing organs
d) I want to get honour and rewards

C4)  What are the organs that you have agreed to donate?

C5)  Who influenced your decision to become an organ donor?

a) Nobody
b) Family
c) Friends
d) Media

C6)  Have you informed your family members about your decision to register as an
organ donor?

a) Yes b) No
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C7) Did you receive full support from your family to become an organ donor?

a) Yes b) No

SECTION B: NON ORGAN DONOR

C8) Have you ever thought of becoming an organ donor?

a) Yes b) No

C9)  What is the main factor stopping you from registering as an organ donor?

a) Religious belief

b) Unsecured safety and health during and after the organ donation procedures

c) High medical costs expected to incur particularly after having the organ
donation procedures.

d) Others, please specify :

C10) Who influenced your decision not to become an organ donor?

a) Nobody
b) Family
c) Friends
d) Others

C11) Do you know how to register as an organ donor ?

a) Yes b) No

C12) Which factor could change your decision to become an organ donor?

a) Assurance on your safety and health condition during and after the organ
donation procedures taking place

b) Reasonable rewards provided

c) Religious clarification on its views towards organ donation

d) A more simple organ donation registration procedure

e) Nothing at all
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PART D : IMPROVING THE ORGAN DONATION PROCEDURES
D1) Do you possess a driving licence?
a) Yes b) No

D2)  Would you allow the government to take your organs if you are involved in a
serious road traffic accident and have no chance of survival at all?

a) Yes b) No

D3)  Would you prefer your consent or your next of kin’s consent to be obtained first
before any of your organs are taken in the situation above?

a) Yes b) No

D4) Do you agree that media publicity should be given to all organ donors?

a) Yes b) No

D5) Do you agree that rewards or incentives should be given to organ donors?

a) Yes b) No

D6)  Which of the following would be the most suitable reward given to organ donors?

a) Monetary or valuable gifts

b) Tax exemptions

c) Free medical treatment and services

d) Others (Please specify )

D7) Do you agree that objection from close family members should be allowed to
overrule the existing decision of the deceased to donate organs?
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a) Yes b) No

D8) Malaysia is currently applying the “Opting In” system where organ donors would
voluntarily register themselves as organ donors. Would you agree if this system is
changed to the “opting out” system where everybody will automatically be a
registered organ donor but are still allowed to opt out of the system if they
disagree to become one.

a) Yes b) No c) Not sure

Thank you very much for your cooperation
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