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1 Introduction
The BMA’s interest in organ donation
The British Medical Association is interested in all issues affecting doctors and patients and has
campaigned for improvements in a range of public health measures. Organ transplantation is an
area that has seen amazing medical achievements but has not yet reached its full life-saving and
life-transforming potential. As doctors it is difficult to see our patients dying and suffering when
their lives could be saved or dramatically improved by a transplant. It is even more difficult when
we know that lives are being lost unnecessarily because of poor organisation, lack of funding or
because people who are willing to donate organs after their death simply never get around to
making their views known, resulting in relatives making a decision without knowing the individual
was willing to donate. For this reason the BMA began in the 1990s to look at ways in which the
organ donation system could be improved to reduce the number of avoidable deaths, increase
the number of lives that could be transformed by a transplant and make maximum use of the
high level of altruism in UK society.
This report focuses on organ donation. It is important to recognise, however, that another equally
important and complementary way of reducing the number of unnecessary deaths is to focus on
public health measures to reduce the incidence of chronic diseases that lead to the need for an
organ transplant. The increasing incidence of obesity and diabetes in our society, for example,
which can be partly attributed to changes in our diet and our sedentary lifestyle, is a major public
health issue that needs to be addressed as a matter of urgency. Public health measures and early
interventions to reduce demand for donated organs and practical steps to improve the organ
donation system are both important; this report focuses on the latter.

Organ Donation in the 21st Century
The BMA’s Medical Ethics Committee has discussed organ donation on many occasions and,
in 1999, the BMA’s Annual Representatives Meeting adopted a policy calling on the BMA to
campaign for an opt-out system for organ donation. Following this policy decision the BMA
published a report in 2000, Organ Donation in the 21st Century – Time for a Consolidated
Approach. This emphasised that shifting to an opt-out system with safeguards would not make
sufficient difference on its own but that this needed to be accompanied by a radical review of
the organ donation system with new legislation and major changes to the infrastructure. Whilst
undertaking the work for this report it became apparent that a number of other organisations
were also calling for changes to the infrastructure, but on an individual basis with little
co-operation or co-ordination. The BMA therefore established the Transplant Partnership, a
coalition of 18 professional and patient groups all committed to improving organ donation rates
in the UK. The Transplant Partnership undertook awareness-raising work with politicians and the
public and liaised very effectively with the then leaders of UK Transplant and the policy team at
the Department of Health. The Partnership lobbied on changes in legislation and for practical
improvements. The BMA also continued to encourage and facilitate debate about an opt-out
system with safeguards, as one part of this broader strategy.
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What has happened since the last report?
There have been dramatic improvements in the organ donation system since the BMA’s last report
on organ donation was published in 2000.
• New legislation has been passed throughout the UK providing a clear legal framework within
which organ donation can flourish. Legal uncertainties around consent and non-heartbeating
donation (now referred to as donation after circulatory death), have been clarified and a new
legal system has been established for living organ donation providing a more rational and
streamlined approach (see section 3).
• A thorough and comprehensive review of the infrastructure within which organ donation takes
place has been undertaken by an Organ Donation Taskforce (see section 4) established by the
last Government. It believed that many of the problems were caused by the lack of a structured
and systematic approach to organ donation. The Taskforce looked at the system as a whole
identifying strengths and weaknesses with a view to designing a national system based on best
practice around the country. The Taskforce also looked at international models, such as those in
Spain and the USA to see what, if any, lessons could be learned.
• The Taskforce came up with 14 wide-ranging and far-reaching recommendations which, it
believed, could increase donation rates by 50% by 2013 (an increase of 405 deceased donors
by 2012/13 compared with the 2007/08 baseline of 809). It was adamant, however, that if the
reform was to be successful it would require clear political commitment, financial investment
and a willingness to change established practice.
• The Government and the Devolved Health Administrations accepted all of the recommendations
and provided the full funding requested. An Organ Donation Taskforce Programme Delivery
Board was established and Mr Chris Rudge, formerly Medical Director of UK Transplant, was
appointed as the first National Clinical Director for Transplantation to manage and oversee
implementation of the recommendations on a day-to-day basis.
• The Organ Donation Taskforce undertook a review of the impact of introducing an opt-out
system in the UK. After a thorough review it decided against recommending such a shift at that
time, for various reasons including the belief that the recommendations it had already made
could make such a shift unnecessary. It recommended that the issue should be reviewed again
in the future if necessary.

4
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Why are we publishing this report?
The BMA has three main aims in producing this report.
1.

To acknowledge and celebrate the significant improvements that have been achieved and
the considerable amount of work that has gone into this

2.

To highlight the fact that, despite these achievements, people are still dying unnecessarily
because of a lack of organs and

3.

To encourage health professionals, policy-makers and the public to consider what more
can and should be done.

Four years after the publication of the Taskforce Report, we have seen significant improvements
in the infrastructure and increased donor rates. As the implementation programme reaches fruition
and the new systems and arrangements are becoming settled, we need to decide, as a society,
what the next steps should be. Now that we have a well-organised, well-funded, comprehensive
infrastructure in place, is that enough? Can we say we have done all we can? Or, should we now
look to go further and build on this progress by shifting our attention to new ways of increasing
the number of donors and the number of lives saved?
We are at a cross-roads in terms of public policy on organ donation. Should we stop now?
Or should we cautiously move forward? Nobody wants to undermine what has already been
achieved, but nor do we want to stop too soon, before every reasonable avenue has been
properly explored. The information provided in this report is aimed at encouraging debate
about these important questions.
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2 Donation rates and trends
For more than a decade significant attention has been given to addressing the large and increasing
gap between the number of organs available for donation and the number of people requiring a
transplant. For many years the waiting list increased while the number of donors remained fairly
static. Since 2008, when the Organ Donation Taskforce Report was published (see section 4),
there has been major investment, reorganisation and change. The latest published data (2010/11)
show that over the last three years, donation rates from deceased donors have improved by 25%
1

(compared with 2007/08). More recent data provided by NHS Blood and Transplant (NHS BT) show
that the total increase is projected to rise to 34% by April 2012 (based on donors up to 8 January
2

2012). Much, although not all, of this increase is likely to be a result of the implementation of the
Taskforce’s recommendations although it is difficult to accurately judge the impact of specific
changes. The Taskforce was confident that, with the changes it proposed, donation rates could
3

increase by 50% within five years – an increase of 405 donors by 2013.

Number of deceased donors and transplants in the UK, 1 April 2001-31 March 2011,
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Transplant rates have also improved but not to the same extent as donation rates. A significant
reason for this disparity is that fewer organs can be obtained from donors following circulatory
death (DCD) who made up the majority of the increase in donors. NHS BT also acknowledges that
a shift in the profile of donors has affected transplantation rates. With donors of higher age (30%
were aged 60 or more in 2010/11 compared with 16% in 2001/02) and body mass index (20%
4

were clinically obese compared with 12% in 2001/02 ), the number and quality of organs retrieved
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are reduced and so the growth in transplantation is proportionately lower than the growth in the
5

number of donors. (The use of ‘higher risk donors’ is discussed in section 5.)

Types of donation
The graph below shows the way in which the type of donor has changed over the last decade.
In 2001/02 the vast majority of donors (62%) were people who were on a ventilator and had been
declared dead following brain stem testing (DBD donors). Only 42 (4%) were patients in whom
treatment had been withdrawn and death diagnosed by cardiorespiratory failure (DCD donors –
see section 3) and 34% were living donors. By 2010/11 the position had changed completely with
the majority being living donors (51%) and DCD donors making up 18% of the total number of
donors and 37% of deceased donors.
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There are a number of reasons for this change. Much of the increase in living donation has
resulted from a change in culture within the transplant community which has facilitated expansion
and promoted awareness of the option of living donation. This has been aided by legislative
changes which led, in 2006, to the introduction of a new, streamlined approval process for living
donation and to paired and pooled donations (39 in 2010/11) and altruistic donation to strangers
6

(28 in 2010/11) being allowed for the first time (see section 3). The increase in DCD donors can
also be attributed, in part at least, to changing views and practice within the transplant community
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7

and legislation which clarified the law on DCD donors, prompting significant investment in DCD
programmes around the country. This shift in the type of donor can also be seen as the result of
a deliberate attempt to promote and facilitate living donation and donation following circulatory
death in recognition of the fact that the number of potential DBD donors was declining and would
be unable to meet demand. It has been recognised that more patients are surviving their injuries,
and also that because of improved diagnostic equipment and testing, it becomes clear at an earlier
stage that recovery is not possible and so some patients are not being transferred to an intensive
care unit (ICU).
Whilst the potential donor audit (see section 4) indicates some areas of practice that can be
improved to increase the number of DBD donors, any resultant increase will never be sufficient
to meet demand. As a result of considerable efforts, however, the number of donors following
circulatory death has increased by 135% since 2006/07 (see graph above). The BMA has always
supported the use of DCD donors both as a way of increasing the donation rate and also as a way
of facilitating the wishes of those who want to donate but do not die in circumstances in which
DBD is an option.

The transplant waiting list
At the end of March 2011, there were 7,800 people on the UK’s active waiting list for a transplant
and a further 2,783 were temporarily suspended from the list because they were unfit or otherwise
8

unavailable for a transplant. Although still high, 2010/11 saw the first drop in the number on the
waiting list (by 197 patients) for more than a decade. Whilst this is encouraging, NHS BT points
out that this is unlikely to reflect a true reduction in demand for transplantation since if there
9

were an unlimited supply of organs, many more people would go onto the waiting list. Similarly,
10

although the data show 511 deaths of people on the waiting list in 2010/11, the true number
of people who died because of the shortage of organs is likely to be much higher. The figure of
11

1,000 deaths – or three deaths per day – is usually quoted.

The NHS Organ Donor Register
The NHS Organ Donor Register (ODR) was originally established to measure the effectiveness of
awareness-raising campaigns and has gradually, over a period of time, taken on the important
operational role it currently fulfils – a role it was never designed to undertake. Following an
12

independent review into its operation in 2010, a number of changes have been implemented –
and more are planned – to ensure the register is both robust and fit for its current purpose. The
quality of the data held on the ODR has subsequently been independently reviewed and found
13

to be ‘of a reasonable level in comparison to other companies’.

Over the last few years significant effort has been put into increasing the number of people on the
14

ODR. By January 2012, more than 18.5 million people had signed up, compared with 8.3 million
when the BMA’s first report was published in 2000. This represents 29% of the UK population
who have formally registered their wish to donate. This is encouraging, but there is still a significant
gap between this figure and the 70-90% who say, when questioned, that they support organ
donation. Efforts are continuing to increase the number of people on the ODR (see section 5).

8

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

The BMA supports these efforts, believing that anything that encourages individuals to think
about, discuss and make known their views about donation is to be welcomed. Whilst there is not
a direct correlation between the number on the ODR and donation rates (because it is often not
those who sign up who die) the more people who join the register, the more likely it is that when
people die their wishes will be known. In 2010/11, for example, 33% of deceased organ donors
15

were registered on the ODR compared with only 19% in 2001/02. Nevertheless, this percentage
increase is lower than the increase in the number of people on the register, supporting the idea
that those who die and go on to donate are proportionately under-represented on the register.
Signing up to the ODR provides the legal consent (authorisation in Scotland) required to proceed
with donation. Where the individual’s wishes are known, the approach to relatives is usually easier
and in the majority of cases families are keen to fulfil their relatives’ wishes. The potential donor
audit shows that the rate of family objection varies considerably according to whether the potential
donor is on the ODR. It is unusual for families of potential DBD donors to object to donation if
they know that is what the deceased wanted. Nevertheless, although they do not have a legal
right of veto, where, despite encouragement, there is strong and sustained opposition from the
family, donation is unlikely to proceed (see section 3). The message must, therefore, go out to
those who wish to donate that it is essential that they inform their relatives of their wish to
donate and that any disagreement is resolved before the situation arises.

What is it reasonable to expect in the UK?
The UK does not fare well in international comparisons of donation rates and, despite recent
improvements, remains towards the lower end of European organ donor rates.
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There are a very large number of variables that influence organ donor rates, some of which are
more amenable to change than others. These include the level of wealth, religious beliefs, legislation,
social norms, education, medical infrastructure, number of intensive care beds and the number of
deaths following road traffic accidents and cerebro-vascular diseases. The fact that one factor
seems to be favourable to organ donation in one country does not mean that it could or should be
adopted in another. Countries with a high number of deaths following road traffic accidents, for
example, may have a higher number of donors, but that is not something the UK would want to
emulate. As a society we should be willing to look at other countries to see what can be learned
but also to maintain a UK focus. The donation rate would, almost certainly, be higher if the UK
had many more intensive care beds and we should continue to investigate areas, such as this,
where further investment would be beneficial. We also need to focus on the true potential for
donation in the UK at the current time, through the potential donor audit (see section 4) which
has recently been improved and expanded. As long as this shows that there are a significant
number of potential donors who are not donating, we must continue to strive for improvements.

10
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3 The current legislative framework
Organ donation in the United Kingdom is governed by the Human Tissue Act 2004 and the
Human Tissue (Scotland) Act 2006. It is a criminal offence to use organs for donation without
appropriate consent (referred to as authorisation in Scotland), to give or receive any reward in
exchange for organs for transplantation or to transplant organs from a living donor without the
necessary prior approval. In addition, the 2004 Act established the Human Tissue Authority (HTA)
to regulate certain activities and to oversee the implementation of the legislation in England, Wales
and Northern Ireland. The HTA also regulates living organ donation throughout the UK. Detailed
information on the provisions of the human tissue legislation is available in separate guidance from
17

the BMA. More detailed guidance for those in England, Wales and Northern Ireland can also
be found in the HTA’s Code of Practice on transplantation.

18

The Human Tissue Authority was one of a large number of organisations included in the Public
Bodies Act 2011. The Act established a mechanism through which the Government could transfer
the functions of public bodies to other organisations. At the time of writing the Government’s
stated intention was to transfer most of the functions of the HTA to the Care Quality Commission
and to abolish the HTA by 2015. Up-to-date information can be obtained from the BMA’s website.

Consent for organ donation after death
In the BMA’s previous report, there was a lot of criticism of the Human Tissue Act 1961 which
regulated organ donation at the time. The 2004 and 2006 Acts addressed these concerns and
clearly set out the legal requirements around consent (authorisation in Scotland) for donation after
death. Donation may not proceed without the explicit consent (authorisation) of either the donor,
given during his or her lifetime (usually by signing up to the Organ Donor Register), or someone
else legally empowered to give it. In the absence of explicit consent from the individual, consent
or authorisation may be given by someone nominated by the deceased (in England, Wales and
Northern Ireland), someone with parental responsibility for a child who has died or other family
19

members according to a specified hierarchy. In Scotland, the legislation explicitly states that third
parties cannot give authorisation if they know the individual was unwilling for any part of the body
to be used for that purpose. If it may be necessary for a coroner, or procurator fiscal in Scotland,
to order the carrying out of a post-mortem examination, organs or tissues may be removed only
with the specific agreement of those authorities. Guidance for coroners is discussed in section 4.
Under the new legislation the individual’s own wishes take precedence and, legally, the relatives’
wishes cannot override those of the deceased. The legislation is, however, enabling. It permits but
does not require donation to proceed. Whilst the Human Tissue Authority advises that families
20

should be ‘encouraged’ to respect the views of their loved ones, in practice in 2010/11, 6% of
families refused donation despite the individual having authorised donation during his or her
21

lifetime. There are mixed views about the acceptability of this practice. In a survey of the general
public, 56% said it was never acceptable for the family to override the known wishes of the
22

individual to donate organs after death. The BMA takes a more pragmatic approach, recognising
that the health care team also has a duty of care to the bereaved relatives. Insisting on donation
in the face of their strong and sustained opposition is likely to add to their distress as well as,
potentially, generating public hostility towards organ donation. It is also questionable whether all
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individuals who sign up to the ODR would want their wishes followed if to do so would cause very
significant additional distress to their families. For many families it is important to spend time with
their loved one after death has been diagnosed. This can present difficulties, in terms of timing,
if the individual wanted to donate organs. This dilemma should be discussed in advance with the
family and wherever possible arrangements should be made for this wish to be facilitated whilst
still allowing donation to proceed. Where it is not possible to achieve both of these aims, a
decision will need to be made, based on the individual circumstances and after discussion with
the family. In some circumstances – where it is evident that severe distress would be caused to
the relatives – not proceeding with donation will be the right option. Individuals who have clear
views about what they want to happen to their body after death, and do not want their relatives
to override their wishes, should ensure that in addition to formally recording their consent they
have also discussed the issue with their relatives during their lifetime.

Donation after circulatory death (DCD)
There are two different types of deceased donation: donation following brain stem death (DBD)
and donation after circulatory death (formerly referred to as ‘non-heartbeating donation’ or
‘donation after cardiac death’). There is also an important distinction within donation after
circulatory death between ‘controlled DCD’ (also referred to as Maastricht category III) where death
follows the planned withdrawal of life-sustaining treatment, and ‘uncontrolled DCD’ (Maastricht
category I/II) where death is sudden and unexpected. The contribution of each of these types of
donation to the total number of donors in the UK has shifted over time. Originally when donation
began in the 1950s all donation was uncontrolled DCD. Once guidelines were established for
diagnosing death using brain stem tests, DBD became the most common form of donation with a
small amount of uncontrolled DCD. By around 2005, uncontrolled DCD donor numbers had fallen
and the number of controlled DCD donors had increased considerably so that 37% of all deceased
23

donation comes from controlled DCD donors (and 63% from DBD donors). It is likely that this will
shift again over time and it is possible that some uncontrolled DCD programmes may be resumed.
This information is relevant to the legal framework because in 2000, when most of the DCD
programmes used uncontrolled DCD, questions were raised about the lawfulness of taking the
steps required to preserve the organs before consent for donation had been obtained. This issue
was clarified in the 2004 and 2006 legislation and the law now clearly permits the taking of the
minimum steps necessary to preserve organs for donation after death has been confirmed. These
interventions may be undertaken before the register is checked or relatives’ consent (or authorisation)
for donation is obtained but all steps must cease if it becomes known that consent (authorisation)
24

has not, or will not, be given for donation. Although this legal clarification was welcomed and
coincided with the investment of significant sums by UK Transplant (now the Organ Donation and
Transplantation directorate of NHS BT) into developing DCD programmes around the country,

25

by that stage uncontrolled DCD had already begun to decline for other reasons. In fact, at that
stage controlled DCD had become the standard practice, where donation follows the controlled
withdrawal of treatment and there is time to ensure that consent is obtained before the procedure
takes place. This legal clarification will, however, be useful in the future should a decision be made
to resume uncontrolled DCD.
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Living organ donation
Donation of organs from living individuals requires prior approval by the Human Tissue Authority.
The only exception to this rule is ‘domino’ donations where an organ is removed for the benefit of
the donor him or herself. This arises, for example, where a kidney is removed for clinical reasons
but is suitable for transplantation into another individual.
Where the donor is a healthy volunteer, the donor and recipient must be interviewed by an
Independent Assessor who is accredited by the HTA. The Independent Assessor must be satisfied
that the person giving consent to the donation has been given and has understood the necessary
information, and that there is no evidence of reward or coercion or evidence that the individual
has been subjected to pressure to consent. The Assessor then submits a report to the HTA which
decides whether to authorise the donation. There are some cases where additional safeguards are
in place, and each case must be considered by a panel of at least three members of the HTA
before approval is given. These cases are:
• in England, Wales and Northern Ireland, where the donor is an adult who lacks capacity or a
child who lacks capacity to consent (only adults with capacity can be living solid organ donors
in Scotland, except where an adult who lacks capacity donates as part of a domino donation)
• ’paired‘ and ’pooled‘ donations which allow a donor and recipient to pair up with one or more
other donor and recipient pairs in an organ exchange. For example, donor A’s organ goes to
recipient B, donor B’s organ goes to recipient C and donor C’s organ goes to recipient A. This
system can be used by donors who are incompatible (by ABO blood group or HLA type) with
their chosen recipient.
• donation to a stranger (referred to as ‘non-directed altruistic donation’).
The second and third of these categories are collectively referred to as National Living Donor
Kidney Sharing Schemes (NLDKSS).

Mental capacity legislation
Although there is specific legislation covering organ donation there are other legislative provisions
that are also relevant. Legislation relating to decision making for adults who lack capacity, for
example (the Mental Capacity Act 2005 and Adults with Incapacity (Scotland) Act 2000) has
had a significant impact on discussions about the clinical management of potential donors

.26

The legislation requires that decisions taken on behalf of adults who lack capacity are made in
their best interests (benefit in Scotland). Part of the assessment of best interests involves taking
account of prior wishes and values; this includes taking account of any expressed wish to donate
organs after death. This legislation, for example, provides the legal justification for taking some
steps before death to facilitate donation, where it is known the individual wished to donate
organs. This issue is discussed further in section 4.
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EU Organs Directive
The EU Organs Directive aims to ensure high quality and safe standards for the donation,
procurement, transportation, traceability and follow-up of human organs throughout the European
27

Union. The Directive, which requires that all transplant centres’ compliance with the Directive is
audited and controlled, must be incorporated into UK legislation by August 2012. The Human
28

Tissue Authority has been nominated as the competent authority for the UK. At the time of
writing draft regulations were being considered that would lead to the development of a
regulatory mechanism as well as setting standards for the quality and safety of organs for
29

transplantation. From August 2012 all organisations involved in the donation or transplantation
of organs will need to be authorised by the HTA. It will be necessary to keep a record of living
and deceased donors, put in place a reporting system for serious adverse events and develop
and implement an effective and proportionate system of penalties for breaches of the Directive.
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4 Developing the infrastructure
Strategies to improve organ donation rates require action on two fronts: developing the infrastructure
within which donation takes place and increasing the number of donors. This section looks at the
actions that have been taken, and the success that has been achieved, in the first of those areas.

The Organ Donation Taskforce
In December 2006 the UK Government set up an Organ Donation Taskforce charged with
identifying barriers to organ donation and transplantation and recommending ways to overcome
them, within the existing operational and legal frameworks. The Taskforce took an objective and
strategic approach, looking in detail at every aspect of the transplant process, identifying problems
or barriers to donation and recommending radical, comprehensive and far-reaching changes. A key
finding of the Taskforce was the significant variability in performance between different regions in
terms of brain stem testing, referral of potential donors and local engagement. This was seen as a
reflection of the ad hoc way in which the system had developed and the lack of a coherent national
strategy. The Taskforce recognised that donation should no longer be viewed as an ‘optional extra’
but must become a mandatory and usual part of the duty of care in every hospital and that this
needed to be performance-managed. Furthermore, in order to be successful, Trust Chief Executive
Officers (CEOs) or Chief Operating Officers (COOs) needed to take responsibility, and be accountable,
for the identification and referral of potential donors within their hospital. The Taskforce report was
published in 2008 with 14 recommendations (see below) which, it believed, would increase donation
30

rates by 50% over a five-year period. The Taskforce was adamant that the recommendations
required both financial and political commitment and must be implemented in full; partial
implementation was not an option.

Recommendations of the Organ Donation Taskforce
1.
2.

A UK-wide Organ Donation Organisation should be established.
The establishment of the Organ Donation Organisation should be the responsibility of
NHS Blood and Transplant.

3.

Urgent attention is required to resolve outstanding legal, ethical and professional issues
in order to ensure that all clinicians are supported and are able to work within a clear
and unambiguous framework of good practice. Additionally, an independent UK-wide
Donation Ethics Group should be established.

4.

All parts of the NHS must embrace organ donation as a usual not an unusual event. Local
policies, constructed around national guidelines, should be put in place. Discussions about
donation should be part of all end-of-life care when appropriate. Each Trust should have an
identified clinical donation champion and a Trust donation committee to help achieve this.

5.

Minimum notification criteria for potential organ donors should be introduced on a UK-wide
basis. These criteria should be reviewed after 12 months in the light of evidence of their
effect, and the comparative impact of more detailed criteria should also be assessed.
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6.

Donation activity in all Trusts should be monitored. Rates of potential donor identification,
referral, approach to the family and consent to donation should be reported. The Trust
donation committee should report to the Trust Board through the clinical governance
process and the medical director, and the reports should be part of the assessment of
Trusts through the relevant healthcare regulator. Benchmark data from other Trusts
should be made available for comparison.

7.

Brain stem death (BSD) testing should be carried out in all patients where BSD is a likely
diagnosis, even if organ donation is an unlikely outcome.

8.

Financial disincentives to Trusts facilitating donation should be removed through the
development and introduction of appropriate reimbursement.

9.

The current network of donor transplant co-ordinators (DTCs) should be expanded and
strengthened through central employment by a UK-wide Organ Donation Organisation.
Additional co-ordinators, embedded within critical care areas, should be employed to
ensure a comprehensive, highly skilled, specialist and robust service. There should be
a close and defined collaboration between DTCs, clinical staff and Trust donation
champions. Electronic on-line donor registration and organ offering systems should
be developed.

10. A UK-wide network of dedicated organ retrieval teams should be established to ensure
timely, high-quality organ removal from all heartbeating and non-heartbeating donors.
The Organ Donation Organisation should be responsible for commissioning the retrieval
teams and for audit and performance management.
11. All clinical staff likely to be involved in the treatment of potential organ donors should
receive mandatory training in the principles of donation. There should also be regular
update training.
12. Appropriate ways should be identified of personally and publicly recognising individual
organ donors, where desired. These approaches may include national memorials, local
initiatives and personal follow-up to donor families.
13. There is an urgent requirement to identify and implement the most effective methods
through which organ donation and the ‘gift of life’ can be promoted to the general
public, and specifically to the BME population. Research should be commissioned
through Department of Health research and development funding.
14. The Department of Health and the Ministry of Justice should develop formal guidelines
for coroners concerning organ donation.
Reproduced from: Organ Donation Taskforce (2008) Organs for Transplants. A report from the
Organ Donation Taskforce. Department of Health, London.

The Taskforce’s mantra was that organ donation should become ‘a usual not an unusual event’,
emphasising that it should be seen as a standard part of end-of-life care for all suitable patients.
It should be the norm that brain stem tests are carried out on every patient where brain stem
death is a possible diagnosis, that all cases of brain stem death or treatment withdrawal are
referred to the donor co-ordinator, and that the Organ Donor Register is checked and the relatives
approached in every case where donation may be a possibility. The Taskforce recommended
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considerable restructuring of the system, much of which had developed in an ad hoc fashion at a
local level. NHS Blood and Transplant was to become the single national organisation responsible
for organ donation and transplantation and would directly employ an increased number of donor
co-ordinators. Clinical ‘donation champions’ and donation committees within every Trust would
ensure that donation was considered on a Trust-wide basis and at Board level. To ensure high-level
engagement and oversight, individual hospital donation rates, together with benchmark data from
other Trusts for comparison, would be provided to the Trust Board and would be considered as
part of the clinical governance process.
The UK Health Ministers accepted all of the Taskforce’s recommendations and the UK Government
appointed Mr Chris Rudge (formerly Medical Director of UK Transplant) as the first National Clinical
Director for Transplantation in England to lead the day-to-day implementation of the recommendations
and to chair a Programme Delivery Board that maintained oversight of progress across the UK.
Similar appointments were made in Scotland, Wales and Northern Ireland. In Scotland, the Cabinet
Secretary for Health & Wellbeing asked the Scottish Transplant Group to take responsibility for
overseeing implementation in Scotland. In 2008/09, £16.5 million was allocated to the NHS for
organ donation and transplantation (of which £11.5million was new money specifically related to
31

the implementation of the Taskforce report). A further £26.5 million was allocated for 2009/10.

The UK Health Ministers made clear, however, that it expected to see improvements and would be
closely monitoring donation rates. In December 2011 the Organ Donation Taskforce Programme
Delivery Board published its final report, announcing that all of the recommendations had been
32

fully or substantially implemented.

Clinical leads, specialist nurses and donation committees
A fundamental aim of the Taskforce was that every acute Trust in the country should have a
donation champion (subsequently renamed clinical lead for organ donation), an ‘embedded’ donor
transplant co-ordinator (subsequently renamed specialist nurse – organ donation) and a donation
committee, chaired by a non-clinical champion, acting as a link between the transplant team and
33

the Board or senior management of the Trust. These local ‘collaboratives’ would ensure that
organ donation was always considered in appropriate cases, identify and remove barriers to
donation within the Trust and raise awareness of organ donation within hospitals and amongst
the local population. Thus a national system of local collaboratives – based on the successful
model in Spain (see section 6) – was seen as key to maximising donation potential.
As part of its implementation policy, NHS BT developed and executed a 12-month professional
34

development programme for clinical leads and donation committee chairs. The programme aimed
to provide participants with the skills necessary to implement the Taskforce’s vision of making
donation a normal part of end-of-life care. The training focused on achieving the ‘six big wins’:
1.

Increased consent/authorisation rates

2.

Increased diagnosis of brain stem death

3.

Increased donation after cardiac death (now referred to as donation after circulatory death)

4.

Increased rate of donation in emergency medicine
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5.

Increased referral according to minimum notification criteria

6.

Increased quality and quantity of organs from improved donor management.

A final part of the programme was the development of 12 regional donation collaboratives in the
UK to provide local teams with support, advice and a forum for the exchange of ideas.
Clinical leads for organ donation
The aim of the clinical lead posts is to have a senior clinician within each Trust (or equivalent in
the devolved nations) who is responsible for ensuring that organ donation is seen as a priority,
that the Taskforce’s recommendations are implemented and that procedures are in place to
optimise potential donor identification and management. The role is a strategic one, focusing
on policies and process rather than on individual cases.
Clinical leads are employed by the Trust for one or two sessions per week with funding and
training provided by NHS BT. The vast majority of clinical leads are consultants in intensive care.
This initially gave rise to some concerns about a potential conflict of interest where intensivists are
making decisions about withholding or withdrawing life-prolonging treatment, carrying out brain
stem tests to diagnose death and, at the same time, have a formal position within the Trust
relating to organ donation. Their goal, however, is not to maximise the number of donors – which
could give rise to a conflict of interest – but to ensure that systems are in place so that the option
of organ donation is always available for patients and their relatives. The BMA supports this goal
and believes that all doctors who care for dying patients should see the offer of organ donation
as part of their role. Nevertheless, Trusts may decide that introducing a formal system to protect
against any perception of a conflict of interest is helpful, such as introducing a formal requirement
for a second clinical opinion when clinical leads are making decisions to withdraw life-prolonging
35

treatment from someone who may go on to be an organ donor. This may simply be a matter of
formalising existing practice under which, for example, the ICU consultant and the referring
consultant liaise closely over such decisions.
36

Clinical leads have been appointed in all 226 donating hospitals in the UK. Most are employed
for one session per week but a small number have additional responsibilities and have two sessions.
This may be because they work in a large Trust, because they have additional commitments on a
national level or because they have taken on the role of Regional Clinical Lead for Organ Donation.
The regional clinical leads, working with NHSBT regional managers, compile annual reports and
donation plans and ensure co-ordination and collaboration within the region. A small number
of extra clinical leads have been appointed in specialist areas such as paediatrics or emergency
medicine. It is important that hospitals genuinely protect this time to enable clinical leads to
fulfil their responsibilities.
Through the Professional Development Programme clinical leads were provided with leadership and
change management training designed to encourage them to identify the barriers to the delivery
of the six big wins within their region, to analyse the reasons for these barriers and to develop and
implement a series of objectives to overcome them. Part of the role of the clinical lead is to ensure
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the development of local educational and training opportunities for all staff likely to be involved
with the care of a potential organ donor, in line with the Taskforce’s recommendation 11. This has
been approached in different ways around the country with some using e-learning resources,
donor simulation training or face-to-face training provided by clinical leads or specialist nurses.
Specialist nurses – organ donation
In line with the Taskforce’s ninth recommendation, specialist nurses (formerly called transplant
co-ordinators) are now employed and trained directly by NHS BT. These individuals provide the vital
link between the family of the deceased, the hospital where the donor died and the transplant
centres retrieving and receiving the donated organs. Organ donation and transplantation are
logistically complex, as well as emotionally demanding, and specialist nurses play a critical role in
making them happen. The Taskforce assessed the way the system was organised and recognised
that the workload and working methods of specialist nurses were unsustainable, with some
working up to 24 hours without a break. It suggested that the role should be split into three
distinct areas of work so that up to three individuals might attend each donor:
• discussions with the organ donor’s family, covering consent and seeking a medical and social
history of the donor;
• obtaining clinical information, registering the donor with NHS BT and making arrangements
for the organ retrieval;
• participating in the retrieval process and liaising with NHS BT over the allocation of organs.
This has proved difficult to achieve in practice. The Taskforce also recommended that work relating
to donation and that related to recipient care should be separated.
At the time of the Taskforce Inquiry there were about 100 donor co-ordinators working in 18 teams.
There were also 12 ‘in-house’ co-ordinators based full-time within a single critical care unit or
Trust. The Taskforce recommended that their number needed to be increased to around 250 and
that all specialist nurses should be employed and trained by NHS BT. By November 2011 the target
of 250 specialist nurses, and support staff, employed by NHS BT had been achieved and there
37

were plans to appoint a further 20. The intention has been that all specialist nurses would be
embedded within the intensive care unit and at the time of writing the vast majority were already
working in this way. Specialist nurses work in regional teams and have 24-hour support from
regional managers who, in turn, have support from a range of experts to ensure that any
challenging ethical or legal situations can be addressed. Applicants are required to have experience
within emergency medicine or critical care and to have significant local management experience.
They are also required to hold a post-basic qualification in critical care and must be able to
demonstrate appropriate skills in communication and organisation. The training is both desk-based
and practical and can take up to ten months to complete.

38

The specialist nurse’s main priority is to manage the donation process. Another key aspect is the
collection and interpretation of data for the potential donor audit (see below). They also have an
important educational role at a local level. In addition, under the new local collaborative model,
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the specialist nurse has a more clearly defined strategic role in developing organ donation locally,
working with the clinical lead and the donation committee to identify any problems, review
performance and seek solutions as well as raising the profile of donation both within the
hospital and in the local community.
Donation committees
The Taskforce’s fourth recommendation was that every acute Trust, and equivalent in the devolved
nations, should appoint a donation committee chaired by a non-clinical ‘donation champion’.
By November 2011 this had been achieved with the establishment of about 200 committees.
Committee chairs come from a range of backgrounds including organ transplant recipients,
non-executive directors and retired clinical staff. Committee membership varies depending upon
local need, and availability, but the clinical leads and specialist nurses are key members. Other
members include members of the clinical team from emergency medicine, paediatric intensive care,
neuro-intensive care and the palliative care service, the end-of-life care pathway lead, an operating
39

theatre representative and a hospital chaplain. Some Trust Medical Directors also sit on the
committees. The committees are responsible for ensuring that donation is integrated into the core
business of the hospital and report to the Trust Board on a regular basis. The level of involvement
and engagement of Board members varies but overall appears to have improved significantly since
40

the introduction of the new structures.

Part of the role of the donation committee is to assess the data from the potential donor audit
to identify when, and why, potential donors have been lost or overlooked and to recommend
solutions to any problems identified. Donation committees have also been involved with the
development of local donation policies, raising awareness about donation locally and identifying
appropriate ways of honouring donors.

Donor identification and referral
In line with the Taskforce’s fifth recommendation, standard national donor identification and referral
criteria have been established so that all patients who meet the criteria for brain stem testing
(apnoea, coma from known aetiology and unresponsive, ventilated and fixed pupils) or where a
clinical decision has been made to withdraw life-prolonging treatment should be referred to the
specialist nurse. This appears to be working well for those who meet the criteria for brain stem
testing but there is some anecdotal evidence that the criteria for donation following circulatory
41

death are subject to differing interpretation and require further clarification. This is confirmed by
the potential donor audit (see below) which shows a low donor identification and referral rate for
these potential donors and so clarifying the referral criteria must be seen as a priority.
In December 2011 the National Institute for Health and Clinical Excellence (NICE) published a
clinical guideline on improving donor identification and consent rates for deceased organ
42

donation. The guideline states that the healthcare team should discuss the potential for organ
donation with the specialist nurse in all cases where the following criteria are met:
• ‘defined clinical trigger factors in patients who have had a catastrophic brain injury, namely:
• the absence of one or more cranial nerve reflexes and
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• a Glasgow Coma Scale (GCS) score of 4 or less that is not explained by sedation
unless there is a clear reason why the above clinical triggers are not met (for example because of
sedation) and/or a decision has been made to perform brainstem death tests, whichever is the earlier
• the intention to withdraw life-sustaining treatment in patients with a life-threatening or life43

limiting condition which will, or is expected to, result in circulatory death’.
44

The research data analysed by NICE, showed that the use of clinical triggers and a requirement to
refer according to standard criteria led to an increase in both referrals and donors. It is hoped that
implementation of the NICE guideline will result in early and consistent donor referral. This,
combined with the clinical lead and specialist nurse providing support and guidance to staff and
the donation committee investigating all cases where potential donors are lost, should lead to an
increase in referral rates and, subsequently, an increase in donors across the UK.
Clinical management of potential donors, before and after referral, is also an important issue.
This includes decisions about the timing of withdrawal of treatment (which should take account of
the individual’s wish to become a donor where that is known), and the initial stabilisation and
assessment of potential donors. Work is currently underway to develop and test an ‘intensive care
bundle’ to help intensivists to provide clinical care to potential donors in a way that will maximise
45

donation potential.

National Organ Retrieval Service
Another key change recommended by the Taskforce was the introduction of national organ
retrieval teams. It recognised that the system in place since the 1990s, which required specialist
teams from several different transplant centres to attend a single donor, was problematic and
unsustainable. The teams varied in size, composition and level of experience. Most had other
clinical commitments and so were often unable to respond at short notice and they relied heavily
upon staff and facilities at the donor hospital. Organ retrieval had developed in an ad hoc fashion
and was neither explicitly funded nor performance-managed. The Taskforce’s proposal was that
regional multi-organ retrieval teams should be established that were virtually self-sufficient and
available 24 hours a day, seven days a week without other elective commitments during periods on
call for organ retrieval. They would be able to provide early expert advice on donor management
as well as providing an efficient, high quality retrieval service. It was envisaged that this change
would increase capacity (to cater for the anticipated 50% increase in donors), increase the number
of organs collected per donor and improve the quality of the organs available. The new multiorgan retrieval service has been in place since April 2010 and, under the new system, Trusts that
support retrieval teams risk the imposition of financial penalties for non-retrieval caused by a lack
46

of team availability.

47

In March 2010 NHS BT published national standards for organ retrieval from deceased donors.

The standards include that a retrieval centre point of contact must be available 24 hours a day,
be able to dispatch the retrieval team within one hour of notification (unless the team is already
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committed to retrieval elsewhere) and an on-call consultant surgeon must be available for the
retrieval team to consult during the retrieval if necessary. The standards also specify that lead
abdominal surgeons must be capable of accurately assessing and retrieving all abdominal organs
and lead cardiothoracic surgeons must be capable of assessing and retrieving hearts and lungs.
Where they are working together the two teams should agree, in advance, how the retrieval
operation will proceed.
Review of the new system after one year, to 1 April 2011, highlighted a number of issues. It found
that although teams were required to be available 365 days a year, individual cardiothoracic teams
were only out retrieving organs on between nine and 28% of days and abdominal teams on
48

between 19 and 59% of days. This raised concerns about the effective use of resources which
is currently being reviewed. Cardiothoracic retrieval is being considered as one part of a broader
review of cardiothoracic transplantation led by the NHS National Specialist Commissioning Group.
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Despite these logistical issues, some clinical leads have reported that the revised retrieval
arrangements have had a major positive impact on the effectiveness of the system in their area.

50

The organ allocation and offering system
All organs that become available are allocated according to set criteria determined by advisory
groups relating to specific organs. The blood group, age and size of both the donor and recipient
and, in some cases, the tissue type are taken into account to ensure the best possible match for
each patient.
The Taskforce recommended improvements to the process of allocation by the introduction of
an electronic offering scheme which speeds up the matching and allocation process for donated
organs. The web-based system enables specialist nurses for organ donation to input data allowing
recipient nurses to see on-screen, in real time, the organs that are available, where they have been
offered and when they have been accepted. This significantly reduces the time and work involved
in the allocation process. The electronic offering system (EOS) has been trialled and widely adopted
around the country. As a result of this review some improvements are being made to the system
before its use is further expanded.
The British Transplantation Society (BTS) and the Intensive Care Society (ICS) have also called upon
NHS BT to consider the way in which organs from DCD donors are currently offered to transplant
units. They believe that the system would be streamlined and made more efficient if organs were
51

offered to transplant units simultaneously rather than sequentially. At the time of writing this
issue is under review by NHS BT.

52

The potential donor audit
It was recognised many years ago that a crucial part of the process of improving donation rates is
to understand the true potential for organ donation from deceased donors and the reasons for
non-donation. In April 2003 UK Transplant (now the Organ Donation and Transplant directorate
of NHS BT) began routinely collecting data on all deaths in intensive care units throughout the UK.
It identified the key points in the donation process: brain stem testing, considering donation,
speaking to relatives and obtaining consent to donation. Through analysing these data UK
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Transplant was able to identify where donors were lost and thus areas that required attention.
The data were illuminating. From 1 April 2003 to 31 March 2005 2,740 individuals’ deaths were
diagnosed by brain stem tests (individuals who were therefore identified as potential donors), of
53

whom only 1,244 (45.4%) went on to donate. Donation was considered in 90% of cases and,
of these, an approach was made to the next of kin for permission in 94% of cases. Confirming
anecdotal evidence, the largest reason for non-donation was found to be relative refusal which
stood at 41% of those approached (ranging from 35% amongst the white population to 70%
for ethnic minorities). Another area where donors could have been lost was the failure to carry
out brain stem tests. In 4,166 patients brain stem death was recorded as a possible diagnosis but
in 1,309 (31.4%) of these, tests were not carried out. Although they are often linked, brain stem
death testing was not introduced to facilitate organ donation but for the diagnosis of death in
situations where there had been severe neurological damage yet other vital organs were being
maintained by high level medical intervention. It should, therefore, be the norm for brain stem
death testing to be carried out on every patient where brain stem death is a possible diagnosis
unless there are there are clinical reasons why this is not appropriate.
The Organ Donation Taskforce stressed that, in addition to the actual number of donors, an important
measure of success is the proportion of those suitable for donation who are identified and whose
personal, or family’s, wishes are ascertained and followed. The number of transplants is clearly also an
important measure of success. The Taskforce welcomed ongoing work by NHS BT to collect more
detailed data and to expand the potential donor audit to emergency departments. It recommended
that the data for individual Trusts should be made publicly available and reviewed by the Trust Board.
Donation after brain stem death
The new enhanced and expanded potential donor audit has been in operation since October 2009.
In the first full year (1 April 2010 to 31 March 2011), 1,141 patients’ deaths in intensive care units
were diagnosed by brain stem tests and there were no absolute contraindications to donation.
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Of these 617 (54%) went on to donate. The family was approached about donation in 93% of
cases (in 20% of cases where relatives were not approached this was because the family had
already stated that they would not consent before a formal approach was made.) Overall the
family refusal rate was 35%. Where the individual’s wish to donate was known the refusal rate
55

dropped to 6% but when the relatives did not know the individual’s views it increased to 50% .
Ethnicity remains highly significant in respect of refusal rates with a rate of 29% amongst the
white population and 77% amongst the non-white population.
As in 2003 there were a number of cases, 467 (28%), where all of the criteria for brain stem
testing were met but the tests were not carried out; the reasons given for this varied but included
56

that the patient was haemodynamically unstable and that there was family pressure not to test.
There were also cases, 258 (15%), where the referral criteria were met but the case was not
57

referred to the specialist nurse. In 30% of these cases the reason given was that the patient
58

was not identified as a potential donor or donation was not considered. In 91% of cases
where consent was provided donation proceeded. Where it did not proceed the main reasons
were that the organs were deemed medically unsuitable by the recipient centres (25%) or the
59

coroner/procurator fiscal refused to give authorisation (17%).
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It is difficult to make a direct comparison with the 2003 data because of the different way in
which the data are presented but there have clearly been some improvements, including a
welcome reduction in the refusal rate which decreased from 41% to 35%. Donation rates for
individual areas continue to show significant variation although this could in part be due to
factors such as the age, sex and ethnicity of the population.
60

Summary of key data for DBD 2010/11

Yes %
Total number of deaths in ICU and emergency departments

No %

29,060

Criteria for brain stem testing and referral met

1,672

Referred to specialist nurse (% of those meeting testing criteria)

1,414

84.6

15.4

Brain stem tests carried out (% of those meeting criteria)

1,205

72.1

27.9

Death confirmed and no medical contraindications
(ie. potential donors)

1,141

Family approached (% of potential)

1,057

92.6

7.4

Consent/authorisation obtained (% of those where families approached)

682

64.5

35.5

Solid organs donated (% of those with consent)

617

90.5

9.5

Donation after circulatory death
Under the new system, data are also collected on donation after circulatory death (DCD) following
the planned withdrawal of treatment. In 2010-2011, there were 2,875 potential donors whose
imminent death was anticipated, treatment was withdrawn and there were no absolute
61

contraindications to solid organ donation. With these potential donors, the non-referral rate
62

was significantly higher at 56%. As with donation after brain stem death, in 32% of cases the
reason given was that organ donation was not considered; the medical contraindications rate was
63

also high amongst this group at 34%. The relatives were approached about donation in 47% of
cases and among these the relative refusal rate was 49% (where the individual’s wish to donate
was known the refusal rate dropped but only to 20% which is significantly higher than for DBD
64

donors ). Where consent (or authorisation) was provided, donation proceeded in 50% of cases.
Of the cases where donation did not proceed, in almost half this was because there was a
prolonged period between treatment withdrawal and death resulting in organ damage and in
65

a further 21% of cases the organs were deemed medically unsuitable by the recipient centres.
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6

Summary of key data for DCD 2010/11

Yes %
Total number of deaths in ICU and emergency departments

No %

29,060

Referral criteria met (on ventilator, not BSD, imminent death expected)

7,192

Referred to specialist nurse (% of those where referral criteria met)

3,188

Treatment withdrawn and no medical contraindications
(ie. potential donors)

2,875

Family approached (% of potential)

44.3

55.7

1,359

47.3

52.7

Consent/authorisation obtained (%of those where family approached)

691

50.8

49.2

Solid organs donated (% of those with consent)

345

49.9

50.1

Potential donor rate
Another important and interesting addition to the data set is information about the potential
67

donor rates per million population in the UK. This allows us to assess what is the absolute
maximum rate of donation in the UK if all potential donors went on to donate (recognising, of
course, that in practice this is unachievable). The data for 2010/11 show that over that period the
rate of potential DBD donors was 18.4 per million population. The potential rate of DCD donors
was 46.4 per million population. This is based on 2,875 potential DCD donors but it needs to be
recognised that a significant percentage of those (probably around 43%) will be unable to donate
because of an extended period between withdrawal of treatment and death. This reduces the
potential DCD donor rate to 26.4 per million population, giving a total potential deceased donor
rate of 44.8 per million population. The current donation rate in the UK is 16.3.
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Clinical, legal and ethical guidance
Over the last few years a number of guidelines have been published on various aspects of organ
donation with a view to improving practice and consistency throughout the UK. Some of these
documents predated the Taskforce. Others were published in direct response to the Taskforce’s
third recommendation that outstanding legal, ethical and professional issues should be resolved so
that professionals can work within a clear and unambiguous framework of good practice. This
section highlights the main points in some of these key documents.
The process of seeking consent
In addition to identifying standard referral criteria (see above), the NICE guideline on organ
69

donation also provides detailed advice about the process of planning and seeking consent based
on analysis of the published research. This includes the recommendation that the approach should
be made by a multi-disciplinary team made up of the medical and nursing staff involved
in the care of the patient led by an identifiable consultant, and the specialist nurse for organ
donation. A local faith representative should also be included where that is likely to be the wish
of the family. The guidance also states that the organ donor register should be checked, and the
donor’s potential to donate should be identified, before the relatives are approached. Families
should be allowed sufficient time to understand and accept the inevitability of death and to spend
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time with the patient before the issue of donation is raised unless the family initiates discussion
about donation earlier. When the approach is made, it should be in positive terms and should
avoid the use of negative or apologetic language (eg ‘I am sorry to have to ask you…’). The
guideline also lists the information that must be provided and the knowledge and skills required
by those specialists approaching relatives.
The BMA supports these recommendations. It believes that information about organ donation
should be given to families in a positive way that emphasises the huge difference donation makes
to people’s lives, and that families should be informed of the comfort that many families derive
from the knowledge that their loved one’s organs have been used for donation.
Diagnosis of death
In 2008 the Academy of Medical Royal Colleges published a code of practice for the diagnosis and
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confirmation of death. This reviewed and updated the existing guidance on diagnosing death by
brain stem tests in those over the age of three months and also, for the first time, included clear
guidance on diagnosing death following cardio-respiratory failure. The increase in donors following
circulatory death prompted the need for clear, nationally agreed guidance both about how death
is diagnosed and also the necessary period between death being diagnosed and interventions
commencing with the aim of preserving organs for donation. The code specifies that where a
patient has suffered cardio-respiratory arrest and attempts to resuscitate are either inappropriate
or have been unsuccessful, the individual should be observed for five minutes. After this time a set
of basic tests should be undertaken to confirm that death has occurred (including confirming the
absence of circulation using an arterial line or electrocardiogram (ECG)) and the legal time of death
should be recorded as the time the tests are undertaken.
Brain stem testing has frequently been closely associated with organ donation but the code of
practice emphasises that brain stem tests should be undertaken in all patients who might meet
the criteria and that they should not be considered only in cases of possible organ donation. The
same recommendation was made by the Taskforce. This is because it is good clinical practice to
withdraw treatment that is no longer able to benefit patients. The Academy’s code of practice
restates the requirement that the diagnosis of death following brain stem tests must be made
by at least two medical practitioners who have been registered for more than five years and are
competent in the conduct and interpretation of brain stem testing, at least one of whom must
be a consultant. The set of tests should be conducted on two separate occasions but the legal
time of death is after the first set has diagnosed that the patient is dead.
Donation following circulatory death
Since around 2005 there has been a big increase in the number of units providing donation after
circulatory death (see section 3) such that these donors now make up nearly 37% of all deceased
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donation. Yet this is one area highlighted by the Taskforce where there remained legal, ethical
and clinical uncertainty and where additional guidance was required. Since the Taskforce report
was published, three sets of guidance have been produced addressing different aspects of this type
of donation: legal guidance (from the Department of Health and Welsh Assembly Government,
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the Scottish Government and the Department of Health, Social Services and Public Safety in
74

75

Northern Ireland ) ethical guidance from the UK Donation Ethics Committee and clinical
guidance from the British Transplantation Society and the Intensive Care Society.
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Taking steps before death to facilitate donation
The BMA’s Medical Ethics Committee (MEC) discussed, in 2004 and again in 2010, the question of
what, if any, steps could be taken before death to facilitate organ donation. On both occasions the
MEC concluded that some steps – such as continuing fluids or oxygen and taking a blood sample
for virology screening – would be both legally and ethically justified where it was known that the
individual wished to donate organs after death. The BMA therefore supports the view that where
an individual wanted to be an organ donor, it is ethically acceptable to take steps to facilitate, or
at least not to frustrate, the patient’s wish to donate organs after death provided the steps are
not contrary to the patient’s interests. The legal test that must be satisfied, however, is a ‘best
interests’ test; any interventions involving patients who lack capacity must be in their best interests.
In order to assess this, every case needs to be considered individually to determine the individual’s
wishes and the risk of causing any harm or distress to the patient or those close to the patient.
In the BMA’s view, the level of evidence available about the individual’s wishes is an important
factor in deciding what intervention is appropriate. For example:
a)

those donors who have stated, in advance, that they would be willing to undergo invasive
procedures to enhance the prospect of a successful transplant;

b)

those donors who have indicated a wish to donate their organs – by joining the Organ Donor
Register or signing a donor card;

c)

those donors where the relatives have authorised donation on the basis of the donor’s known
wishes and beliefs;

d)

those donors where the relatives have authorised donation on the basis of the donor’s likely
wishes and beliefs;

e)

those donors where there is no indication of the donor’s wishes but where the relatives have
nonetheless authorised donation as something they wish to see happen.

The further down this list one goes, the more difficult it is to justify invasive procedures on the
basis of a ‘best interests’ test.
The first official guidance on this subject was published in November 2009, by the Department of
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Health and Welsh Assembly Government. This document focused on the broad assessment of
‘best interests’ required under the Mental Capacity Act 2005, which takes account of medical,
social, cultural and religious issues, focusing on the individual’s own wishes and beliefs. It
concluded that where it is known that the individual wanted to donate organs after death, some
actions to facilitate donation could be in the person’s best interests if they do not cause the person
harm or distress (including causing distress to family and friends) and would therefore be lawful.
The type of interventions considered included adjustments to the timing or place of death,
maintenance or adjustment of existing treatments such as fluids or inotropes to maintain patient
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stability and blood sampling for the purpose of tissue typing or virology screening. Where it is not
possible to ascertain the individual’s wishes the guidance states that clinicians would need ‘a
compelling reason’ to take actions to facilitate donation in the individual’s best interests. Parallel
guidance was issued in Scotland, in May 2010, in relation to deciding whether actions to enhance
the chances of a successful donation would be for the person’s ‘benefit’ as required by the Adults
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with Incapacity (Scotland) Act 2000. In March 2011 similar guidance was published in Northern
79

Ireland based on the common law principle of best interests.

In December 2011, the UK Donation Ethics Committee (UK DEC) – set up in response to the
Taskforce’s third recommendation – published its first report, An ethical framework for controlled
donation after circulatory death. In relation to this subject UK DEC took a similar position to the
80

DH and BMA. This report also provides a detailed ethical framework to guide practice throughout
the donation process.
Clinical guidance
In June 2010 the Department of Health hosted a consensus meeting on donation after circulatory
death, following which the Intensive Care Society (ICS) and the British Transplantation Society (BTS)
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published joint clinical guidance. The document highlighted the wide variation in practice in both
the care of potential DCD donors and the retrieval and transplantation of organs, and sought to
provide clear clinical guidance for practice. The guidance stated very clearly that a decision to
withdraw treatment must be completely separate from, and precede, any consideration of organ
donation. No measures to facilitate donation should be instituted before this decision has been
made. The guidelines covered issues such as suitability criteria for donation after circulatory death,
the process of treatment withdrawal, the definition of ‘optimal’ and ‘sub-optimal’ donors and the
diagnosis of death and post mortem interventions. Some areas were identified where further
debate was needed before agreement could be reached such as the possibility of continuing
ventilation for a period of time in the belief that some of the patients will go on to fulfil the
criteria for DBD rather than DCD.
Requested allocation of organs
In March 2010 the UK Health Administrations, together with NHS BT and the Human Tissue
Authority produced a policy document on requested allocation of a deceased donor organ. This
followed a small number of requests by individuals or their families for organs to be donated, after
death, to a family member or close friend. At the time such requests were turned down because
donations were required to be unconditional, following a case in 1998 where an individual’s family
82

stipulated that organs should be used only for white recipients. The type of case envisaged by the
policy document was where a family member or close friend of the potential donor required a
transplant and the donor, or the donor’s family, requested that they should be given priority. It was
pointed out, in debate on the issue, that living donors can direct their donation to a particular
individual. In fact, in some of the cases considered, the patient was in the process of becoming
a living donor for a family member or friend before the incident that led to death.
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One of the fundamental principles of the UK’s organ donation system is that organs are donated
freely, voluntarily and unconditionally. In addition, the Human Tissue (Scotland) Act 2006
83

specifically prohibits individuals from attaching conditions to their donations. When the BMA’s
Medical Ethics Committee (MEC) discussed this issue in 2007 it concluded that the basic principles,
that donation should be unconditional and that organs should be allocated on the basis of clinical
need, should be upheld. It believed, however, that there should be some flexibility to consider
individual requests for directed donation in rare and exceptional cases. The MEC did not, however,
support allowing donation to be conditional upon an organ going to a particular recipient. Rather
it should be possible for families to request that consideration is given to allocating the organ to
a particular person who is genetically or emotionally close to the donor. Whether that request is
accepted would depend, at least in part, on the potential harms to others – for example, if there
was someone on the ‘super urgent’ list who would die without the organ, the family should be
informed that it was not possible to meet their request and that the organ would be allocated on
the basis of clinical need. Consent (or authorisation) for organ donation must however be given
irrespective of whether the request is accepted. To do otherwise, the MEC considered, would be
to submit to a form of conditionality that is not acceptable for this type of public service.
The policy document, from the Health Departments and NHS BT, takes a very similar approach,
stating that a request for directed donation can be considered where:
• consent, or authorisation, has been provided;
• the consent or authorisation is not conditional on the request being met;
• there are no others in desperately urgent clinical need of the organ who might be harmed by
the organ going to the nominated individual (individuals on the urgent heart scheme or super
urgent liver list will always be given priority);
• the individual, in his or her lifetime, or the family after death, had requested donation to a
particular individual who is a family member or friend of long standing; and
• the potential recipient is on the transplant waiting list or meets the criteria for a transplant.
As a safeguard, NHS BT established a mechanism to consider and approve individual requests
that fall within this framework. By November 2011, four requests had been made, three of which
were approved (in the fourth case donation was conditional upon the request being met and
so the agreed criteria were not met). For a variety of reasons none of these donations actually
84

went ahead.

Guidance for coroners
One of the problems identified by the Taskforce was the significant variation in the decisions of
coroners and procurators fiscal regarding whether donation could proceed in cases referred to
them. It had been known for some time that some coroners refused permission for donation in
all cases of sudden or unexplained death whereas others would allow donation of some organs
where this would not interfere with their investigation. The Taskforce recommended that
discussions should take place and national guidelines should be developed in order to ensure
consistency and to minimise the number of cases where donation is prevented. As a result, in
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March 2010, the Department of Health, together with the Ministry of Justice, produced guidance
84
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for specialist nurses on working with coroners and an aide-memoire for coroners. These
documents emphasise the importance of the coroner or a deputy being available to make
a decision in a timely manner and set out the information the coroner is likely to need prior to
giving agreement to donation. They explain that it might be possible for the coroner to agree to
the removal of organs from those parts of the body that are not likely to be significant in any
subsequent post-mortem examination and that the coroner may ask for a forensic pathologist
to be present during organ retrieval. Coroners are advised that they may wish to discuss the
possibility of donation with the pathologist who will undertake the post-mortem examination and,
where relevant, the police before making a decision. Awareness of organ donation will also be
included in coroners’ training. In spite of these developments there remains significant unexplained
variation in coroner’s refusals. Further work with coroners is ongoing in a further attempt to
reduce the variation in practice and the number of donors lost.
In Scotland, there is a long-standing agreement between the Scottish Transplant Group and the
Crown Office and Procurator Fiscal Service regarding organ donation. This is currently being
updated to take account of the development of DCD programmes.
Living donation
In May 2011 the British Transplantation Society and the Renal Association produced the third
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edition of their United Kingdom Guidelines for Living Donor Kidney Transplantation. The
guidelines cover clinical, ethical and legal aspects of living donation providing up-to-date and
robust guidelines for clinicians involved in this area of transplantation.
In addition, in January 2012 NHS Blood and Transplant published its UK Strategy for Living Donor
Kidney Transplantation with the aim of increasing the number of living kidney donor transplants.
The key aims of the strategy are to:
‘1. Increase transplant activity from living kidney donors for both adult and paediatric recipients,
ensuring that donor safety is consistently promoted through best clinical practice.
2.

Achieve optimum pre-emptive living donor kidney transplantation rates and equity of access
for patients within each transplant centre across the UK.

3.

Maximise the opportunities for donors and recipients who wish to participate in the National
Living Donor Kidney Sharing Schemes, which include paired/pooled donation, non-directed
altruistic donation and altruistic donor chains.’
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Considerable emphasis is placed on the importance of having appropriate, robust and transparent
commissioning arrangements in place to facilitate and encourage living donation. In fact, NHS BT
highlights the lack of streamlined commissioning arrangements across the UK as the primary risk
to the successful implementation of the strategy.
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What more can or should be done?
The last four years have seen momentous and significant changes to the infrastructure within
which organ donation takes place. This has resulted in more donors and more transplants being
undertaken. This is cause for celebration, but not complacency: people are still dying and as long
as more can be done, more should be done. Whilst the 14 recommendations of the Taskforce have
been fully or significantly implemented, some still require work over a longer period of time and
other areas should also be explored. Set out below are some areas where further work is needed
to maximise the efficiency of the system to ensure that all potential donors who want to donate
are able to do so. Most, if not all, of these issues are already being investigated but the momentum
and enthusiasm that has built up from the Taskforce report must be maintained in the longer term.
Increasing referrals
Some of the recommendations of the Taskforce require changes to clinical practice and in the way
in which health professionals carry out their work. The reforms that have taken place have been
aimed at changing the mindset of those working with dying patients, so that all health professionals
see donation as part of their responsibility to their patients which will inevitably take time and
require ongoing effort. This will include working with health professionals based in emergency
medicine as well as those in intensive care where potential donors have traditionally been
identified. It is hoped that in the future:
• all patients who meet the criteria for brain stem testing will have the tests undertaken,
irrespective of whether they are considered likely to be donors;
• health professionals’ acceptance and implementation of clinical triggers and/or clear and
unambiguous referral criteria will ensure the specialist nurse is consulted and involved at an early
stage in all possible cases; and
• there are no more cases where the potential donor audit reports that organ donation was simply
not considered (failure to consider donation where a person was on the ODR should be reviewed
at a senior level in the hospital).
Unlike most aspects of donation, this is an area that could be subject to targets and possibly
reward schemes such as the Commissioning for Quality and Innovation (CQIN) payment framework
in England. A hospital could, for example, receive payments for achieving a 100% referral rate for
potential donors (based on clear and unambiguous referral criteria). Such an incentive would not
result in a conflict of interest since it is not about donation rates, per se, but about giving all
patients who are dying the option of donation where that is a possibility. One Strategic Health
Authority has included organ donation indicators into its CQIN framework and this is reported to
have led to greater scrutiny of organ donation within the Trust and also appears to be showing
improvements in those areas monitored by the CQIN. NHS BT is considering how this initiative
could be expanded to other parts of the UK.
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One of the aims of the Taskforce was to remove disincentives to donation by recommending that
hospitals are reimbursed for the cost of organ retrieval, reinstating a system that was abolished in
the late 1990s. The rationale for its abolition was that paying hospitals’ costs when they retrieved
organs made it appear that this was an ‘optional extra’ rather than part of the core business of
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acute hospitals. The money was, therefore, included in the overall hospital budget but, in practice,
did not reach its intended destination. The reintroduction of the payment for reimbursement needs
to be monitored to ensure the money is reaching the appropriate departments but, where it is
90

working well, it is seen as welcome recognition of the work involved in donation.
Reducing the relative refusal rates

It has long been known that one of the major problems for organ donation is the high rate of
relative refusals. In the 2003 Potential Donor Audit, it stood at 41%; by 2010 it had reduced
to 35% for DBD donors but this is still too high. In producing its guidance, NICE reviewed the
published literature including identifying the key factors that were associated with consent
and with refusal.
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Factors associated with consent being given:

• ‘understanding that transplantation was a proven procedure, had a high success rate,
and knowledge of the benefits of organ donation
• an understanding of the term brain death
• acceptance of death, and confidence in the ‘diagnosis of death’
• consideration and knowledge of the deceased’s wishes (through carrying a donor card
or discussion)
• earlier timing of request
• involving more family members with the decision
• the level of comfort with which the healthcare professional requested consent
• good relationships between the family and the healthcare professionals
• satisfaction with treatment (either of the family or the deceased)
• congruence between the views of healthcare professionals and the families at initial approach
• request for donation being initiated by a healthcare professional (not a physician) with
further discussion with an organ donation professional
• request by different healthcare professionals
• more time spent with an organ donation professional
• knowledge of the impact of donation on other processes, such as funeral arrangements
• knowledge of the costs of donation
• choice of organs for donation
• families being able to discuss both specific and wider issues and getting answers to questions.’
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Factors associated with a decision to refuse consent:

92

• feelings of pressure to consent
• feeling emotionally overwhelmed
• feeling of surprise on being asked about consent
• fear of causing more ‘suffering’ or disfigurement, and not wanting the deceased to have
more medical intervention
• concern that donation may cause more distress to family members
• uncertainty about the deceased’s wishes
• reluctance to accept the death
• social resentment
• lack of understanding and confidence in the concept of brain-stem death
• lack of family consensus and the family being ‘upset’
• family reticence
• making the decision before information was provided by a healthcare or organ donation
professional
• an absence of key decision makers
• the length of the process
• not liking the hospital or healthcare professionals
• feeling that the medical care was not optimal
• initial approach by a healthcare professional
• perception that the healthcare professional did not care or was not concerned, or the
healthcare professional showing a lack of respect
• healthcare professionals stating that the request was required
• lack of knowledge of the impact of donation on other processes, such as funeral
arrangements
• lack of detailed information on the process of organ donation, including the timing of
retrieval and information on recipients
• initial perception of healthcare professionals that the family were likely to refuse.’

More research is needed in this area and careful consideration should be given to determining
what more can be done to make relatives more likely to consent. This might include:
• continued attempts to raise awareness of organ donation and to encourage people to make
their views known and to discuss the issue within families (in Scotland, where there have been
93

ongoing promotional campaigns about organ donation the consent rate has risen to 86%. )
• more work with ethnic minority communities – where the refusal rate is particularly high – to
understand the specific reasons for this and to identify factors that would motivate these groups
to donate
• compulsory training in bereavement for those who are likely to approach relatives
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• improved training about donation in both undergraduate and postgraduate education so that
all health professionals feel confident in identifying potential donors and joining specialist nurses
in discussing the issues with families
• considering whether there would be any advantage in giving the family a short death certificate,
confirming that death has occurred, before organs are removed. Provision for short death
certificates was made in the Coroners and Justice Act 2009 but has not yet been implemented.
The potential donor audit (see above) shows that the relative refusal rate is particularly high
amongst black and ethnic minority populations. Work is ongoing to try to determine the reason
for this and to ensure that this group is aware of the impact of their decisions on people within
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their community. Black and ethnic minority groups are more likely to need a transplant but less
likely to sign up to the organ donor register. Even where people have indicated their wish to
donate, relatives are more likely to override their wishes. This is a very serious issue that needs
to be addressed and work must continue to find innovative ways of reaching these groups.
Brain stem death testing in neonates
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The Academy of Medical Royal College’s code of practice on diagnosing death applies only to
those over the age of three months and there are currently no standard tests for diagnosing brain
stem death in neonates. This means that neonatal hearts are not donated in the UK. There are
brain stem death testing standards for neonates in other parts of Europe, however, and so
96

currently neonatal hearts are imported. This is an area that requires attention so that the
diagnosis of death in neonates is brought into line with other countries.
Agreed acceptance criteria for organs
Consideration needs to be given to the development and consistent application of agreed
acceptance criteria for organs. Currently different criteria are used by different transplant surgeons
and physicians and many organs are refused without the surgeon seeing the organs. There may
be good reasons why organs are refused but there need to be clear and consistent criteria to
97

guide this decision. NHS BT is currently working to address this problem.

Organ donation in the NHS
There is a widespread view that the reforms that have taken place have been a major success and
the BMA shares this view. It is also evident that those charged with implementing the reforms
and taking things forward at a local level on a day-to-day basis demonstrate great enthusiasm
and commitment. Over the last four years there have been considerable resources directed to
implementing the Taskforce report, both in terms of time and money but things are changing.
The Programme Delivery Board, established to oversee implementation of the Taskforce
recommendations, has been disbanded and Mr Chris Rudge, National Clinical Director for
Transplantation, who was responsible for the day-to-day management of the changes, retired at
the end of August 2011 and will not be replaced. Some concerns have been expressed that, with
the loss of this central driving force, changes in the Health Service in England, and reductions in
public sector spending throughout the UK, the momentum that has been developed could be lost.
As a response to some of these concerns a Transitional Steering Group has been established by
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the Department of Health. This group, chaired by Mr Chris Rudge, has membership from the four
Health Departments, NHS BT and the key professional groups for intensive care, emergency
medicine and transplantation. It is reassuring that many of those working within the system have
stated strongly that the momentum that has built up can and should be maintained at a local
level. They believe this can be achieved with strategic direction and input from NHS BT (which
is leading the development of a post-2013 strategy) and support and encouragement via the
99

structure of regional donation collaboratives. Whilst there is uncertainty about the future, there
is also tremendous optimism that what has been achieved can be maintained and developed.
At the time of writing the process for commissioning transplant services in England is unclear.
The Organ Donation Taskforce advised that the commissioning of all transplant services should be
undertaken on a national basis – a view the BMA supports. There are also questions about how
maximum benefit can be derived from the work that has been done by, for example, linking
commissioning to performance, such as whether commissioners of acute hospital services could
make their contracts dependent upon NICE guidelines on referral and consent being followed.
Whatever systems are put in place, organ donation must continue to be managed and coordinated in a coherent fashion and to be seen as an integral part of the end-of-life care pathway.
It is only if these changes are protected that the major advances that have been made can be
maintained and we can begin to build on the new infrastructure.
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5 Increasing the number of donors
As we have seen over the last four years developing the infrastructure, as described in the previous
section, can by itself increase the donation rate through better donor identification and referral,
improved systems for organ retrieval and allocation and the expansion of new types of donation
such as donation after circulatory death. Further improvement can be made by increasing the
number of donors, in order to make maximum use of the infrastructure that is now in place.
This section sets out a number of ways that have been suggested for achieving this increase either
within the current opt-in system or by considering alternatives to it. Some of these initiatives are
relatively uncontroversial such as expanding controlled DCD programmes to emergency departments
and increasing publicity for the NHS Organ Donor Register. Others, such as the introduction of a
regulated market, are more contentious. In fact the BMA does not support some of the options set
out in this report but has included them on the basis that those considering how best to proceed
should at least be aware of all of the options. The BMA’s views are clearly set out below.

Expanding the pool of potential donors
Expanding controlled DCD programmes to emergency departments
The Organ Donation Taskforce emphasised that intensive care should not be the sole focus for
organ donation and that all areas where end-of-life care is provided should be included. Attention
has recently focused on emergency departments (EDs), where patients are admitted who are not
expected to survive their injuries and donation after circulatory death may be possible. Currently,
in many such cases treatment is withdrawn in the ED and organ donation is not considered. It is
hoped that by raising awareness amongst those working in EDs (with the assistance of clinical
leads, specialist nurses and donation committees) and providing clear clinical guidelines, donation
could become an option for those admitted to the ED with no, or very little, hope of survival.
Data collected via the potential donor audit show that the number of potential DCD donors in
emergency departments has ranged between 155 and 207 in each of the three six month periods
since April 2010. The actual number of DCD donors in each of these periods, however, ranged
100

from only 5 to 11.

Work to increase the number of donors from this source is therefore

considered a priority. In the longer term attention will focus on other areas such as acute stroke
units, medical assessment units and general medical wards so that individuals treated in those
facilities may also have the option of donation. It is also possible, in the future, that uncontrolled
DCD from emergency departments might be considered (see section 3).
In October 2010, the Department of Health hosted a consensus meeting following which the
College of Emergency Medicine and the British Transplantation Society published a report setting
out ways of ensuring that the option of donation is available for those who die in the emergency
101

department.

In practice this would mean that, for example where patients have catastrophic

brain injury that is not survivable, rather than withdrawing treatment in the ED, the clinical team
would refer the patient to the specialist nurse and steps would be taken to establish the individual’s
wishes regarding donation. Wherever possible, potential donors would subsequently be transferred
to a critical care setting for assessment, management and withdrawal of treatment.
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The report included the following recommendations:
• all emergency departments (EDs) should consider the identification of a lead clinician with an
interest in donation who should be represented on the Trust/Health Board Donation Committee
• the potential for donation should be reviewed after each death in EDs and data from the
Potential Donor Audit (see section 4) should be reviewed every six months
• local organ donation policies should be developed for EDs, including the care of a ventilated
patient and the transfer of patients to intensive care for further assessment and management
• existing training and education programmes for ED staff should be supplemented by
incorporating organ donation into Emergency Department induction programmes and
local/regional study days.
The BMA supports these recommendations but recognises that due to resource constraints it may
not always be possible for patients to be transferred from the emergency department to ICU when
donation is being considered. This may be because there are no beds available or because the
patients do not meet the admission criteria. This is an issue that needs to be explored further both
to determine the number of donors lost because of the lack of ICU facilities and to identify
solutions. This might involve seeking additional funding to increase the number of intensive care
beds and/or increased flexibility in terms of admission criteria or identifying other suitable locations
for assessment and management of those patients who are not being treated in ICU but wish to
donate organs after their death.
Expanding the type of organs used from DCD donors
The vast majority of organs transplanted from donors following circulatory death (DCD) are kidneys
although some pancreases, livers and lungs have also been transplanted.
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The possibility of heart

donation from DCD donors has also been raised following three cases from the United States
reported in 2008. The mean age of the donors was 3.7 days and the cause of death of all three
was birth asphyxia. Decisions to withdraw life-prolonging treatment were made by the intensive
care team with the consent of the families. Treatment was withdrawn in the operating room where
cardiac function was monitored. When cardiorespiratory function ceased, the first patient was
observed for three minutes before the organ donation process was initiated. On the advice of the
ethics committee the observation period was reduced to 75 seconds with the other two patients.
The hearts were then removed and transplanted into other babies. All three recipients survived.
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In the UK, the Academy of Medical Royal Colleges’ guidance on diagnosis of death (see section 3)
states that the minimum period of observation, before death is declared, should be five minutes
following cessation of cardiorespiratory function. (This guidance applies only to those over 3

months of age, however; there are no UK guidelines for diagnosing death in neonates.) In 2009 a
team from Papworth Hospital reported that they had recovered cardiac function in a human DCD
donor by using extracorporeal perfusion 23 minutes after cardiorespiratory arrest.
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The paper’s

authors suggested that this represents a potential source of increased donor supply for heart
transplantation.
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The fact that an individual is declared dead following cessation of cardio-respiratory function but
the heart is subsequently restarted and transplanted into another person is a difficult concept and
one that requires careful explanation. Discussing this apparent contradiction, the UK Donation
Ethics Committee’s consultation report says:
‘Some people feel uneasy about restoring cardiac function, given that irreversible cessation
of cardiac function is a key component of the diagnosis of death in the donor. In
physiological terms, cardiac function cannot be restored within the original biological
system (ie the donor) without artificial support. The diagnosis of death applies to that
person as a whole, not to their individual organs. There is therefore no ethical inconsistency
if the heart is re-started and transplanted to a recipient.’
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Some intensivists have expressed concerns about this practice however, questioning whether
frustration over the falling number of DBD donors has resulted in ‘interventions that could
jeopardise professional and public confidence in all forms of donation’ and arguing that such
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practices are ‘at the very edge of acceptability.’

The BMA’s Medical Ethics Committee (MEC) considered this issue in October 2010 and concluded
that this was an acceptable and important area of research to pursue with a view to informing
developments in clinical practice. DCD donors are patients in whom treatment has been withdrawn
following a clinical decision that attempts to prolong life are no longer able to achieve any
therapeutic goal and are not, therefore, in the patient’s best interests. In principle, the MEC
considered there was no difference between transplanting hearts from donors whose death had
been diagnosed by brain stem tests (DBD donors) and those whose death was diagnosed by
cessation of circulatory function (DCD donors). Nevertheless, the BMA believes that the principle
of heart donation following circulatory death will need very careful explanation, both to families
and, more generally, to the public. A careful explanation of the way in which death is diagnosed
will be needed and an explanation that a heart that has stopped beating can be restarted after
the person has died and used for transplantation. It might also be helpful to refer to fact that
the first heart transplant, under Christian Barnard, was from a DCD donor.
More research is needed before this can be introduced into clinical practice but it represents a
possibility of both increasing the number of hearts available for donation and also of facilitating
the wishes of more people who wish to be donors, although the numbers are likely to be small
for the foreseeable future.
Expanding living donation
As described in section 2, the number of living organ donors has increased dramatically over the
last decade and the number of living donors is now higher than the number of deceased donors.
The vast majority of living donors donate a kidney (1,020) but in 2010/11, 25 living donors (2.4%)
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donated part of their liver.

It is also possible for living donors to donate lung lobes to those with

end-stage lung disease although this is not current UK practice.

38

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

With any form of living organ donation the donor undergoes major surgery and is exposed to risk
of complications for the benefit of another person. It is now widely accepted that the risk to which
kidney donors are exposed is within acceptable levels. With liver and lung donation, however,
the risks are significantly higher and this is likely to be a key factor in the low uptake of living
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donation. Nevertheless, NICE has reviewed the evidence of living liver
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and lung

donation

and has concluded, in both cases, that the evidence on efficacy and the safety profile ‘appears
adequate to support the use of this procedure’ for suitable recipients. Whilst there may be scope
for more living liver and lung donations, because of the level of risk associated with donation this
is not an ideal solution to the organ shortage problem. For some people awaiting a transplant,
however, who have a friend or relative willing to donate, this may be an option. As with all living
donation, those individuals considering living liver or lung donation need to be aware of the risks
and complications and must be acting voluntarily and free from pressure. All cases of living
donation need to be approved, in advance, by the Human Tissue Authority following review by
an independent assessor.
Although already established, there is also considerable scope to extend living kidney donation
through expansion of the National Living Donor Kidney Sharing Schemes. This includes
paired/pooled donation, non-directed altruistic donation and altruistic donor chains. Altruistic
donor chains are where a non-directed altruistic donor opts to donate into the paired/pooled
scheme instead of directly into the national donor pool. The kidney is then matched with someone
in the paired/pooled scheme and the donor registered with that recipient then donates to another
recipient and so on.
Many people are not aware that they could donate a kidney to a stranger and so more work
raising awareness about this option could help to extend the scheme. A YouGov survey in
November 2011 found that 32% of people surveyed did not know that it was possible to donate
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a kidney altruistically to a stranger but that 8% would consider it.

Clearly not all of these would

go on to donate but even a small number could have a significant impact. The BMA supports
moves to raise awareness about altruistic non-directed donation but recognises that care is
needed to ensure that individuals do not feel pressured to donate.
Use of ‘higher risk’ donor organs
111

No transplant is without risk but there are a number of factors that affect the level of this risk.

These include factors that might affect the graft function, such as the age of the donor, cause of
death, type of donor (DCD or DBD), body mass index and length of stay in ICU prior to donation.
There are also some factors that increase the risk of a transmissible disease being passed on to the
recipient such as previous use of intravenous drugs, high risk sexual behaviour or previous history
of malignancy. These risks can be reduced by limiting the criteria for donor acceptance (by age,
body mass index, existing medical conditions etc) but every restriction applied reduces the number
of organs available for transplantation. Conversely extending the acceptance criteria (by allowing
older donors or those with existing malignancy for example) would increase the pool of potential
donors but also increase the level of risk to which some recipients would be exposed. Introducing
wider acceptance criteria would also increase the likelihood of donors going through the donation
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procedure and none of the organs being suitable for transplantation. An appropriate balance
therefore needs to be reached between risks and benefits when setting exclusion criteria for
donation. NHS Blood and Transplant has developed a list of absolute contraindications for donation
and has advised that all potential donors who have none of these contra-indications should be
112

referred even if the likelihood of any organs being accepted appears low.

The BMA supports this

approach but believes that where there is a reasonable possibility that none of the organs will be
suitable for transplantation, this should be discussed in advance with the donor family.
NHS BT has also, jointly with the British Transplantation Society, provided guidance on the
information that should be provided to those who need a transplant both before they go on the
waiting list and once an organ is offered. It makes clear, in relation to the offer of an organ, that
‘where the risks exceed those that are accepted within current guidelines (for example where the
donor has a primary intra-cranial cancer or a recent history of malignancy such that there is a
possibility of tumour transmission), this should be discussed with the potential recipient when
113

the organ is offered.’
Elective ventilation

Once a patient has been diagnosed as dead using brain stem tests, artificial ventilation is usually
continued for a period of time to allow the family time to say goodbye or, if organ donation has
been authorised, for arrangements to be made for the organs to be retrieved. Elective ventilation is
different in that it involves starting ventilation, once it is recognised that the patient is close to
death, with the specific intention of facilitating organ donation. This system was introduced, with
strict controls, in Exeter in 1988 and led to a 50% increase in the number of organs suitable for
transplantation. It was stopped abruptly in 1994, however, when the Department of Health
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advised that the practice was unlawful.

The law requires that, when patients lack the capacity to consent, procedures or interventions
must be in their best interests. The use of elective ventilation is not intended to be for the clinical
benefit of the individual but to facilitate donation. The Mental Capacity Act 2005, however, takes
a broad approach to ‘best interests’ (and a similar broad approach to ‘benefit’ is likely under the
Adults with Incapacity (Scotland) Act 2000) and there has recently been a formal recognition that
taking some steps before death to facilitate donation could be in an individual’s best interests (see
section 4). The BMA has long argued that where an individual had expressed a wish to donate
organs after death, some steps to facilitate that wish may be seen as in that person’s best interests
or benefit (or at least not contrary to his or her interests). Individuals who are sufficiently informed
may also wish to give specific, advance consent, to permit elective ventilation to take place. The
UK Donation Ethics Committee has called for further debate on this issue, to more clearly define
the appropriate balance between benefits and harms and the type of interventions that could
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reasonably be undertaken.

The BMA would also welcome further clarification on this issue.

From an ethical perspective one of the major concerns with elective ventilation is the level of the
risk to which the incapacitated adult may be exposed. Fears have been expressed that, in theory at
least, elective ventilation could induce a persistent vegetative state (pvs). Although the chance of
harm occurring is considered to be very low, inducing pvs would be a very significant harm and,
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if elective ventilation were to be permitted, very careful safeguards would be needed to minimise
this risk. This might include, for example, restricting elective ventilation to those patients dying of
spontaneous intracranial haemorrhage (since these patients rarely, if ever, develop pvs)

116

and
117

stating that artificial ventilation must not be started until natural respiratory arrest has occurred.

There are also practical difficulties associated with the lack of ICU beds and competing demands
for limited resources. In the BMA’s view, priority would always need to be given to the use of
intensive care facilities for those who have a chance of recovery rather than for those who are
being ventilated to facilitate donation.
Elective ventilation is not an easy option but it has been shown to increase donation rates, and to
facilitate the wishes of a group of patients who want to donate and would otherwise be unable to
do so. The BMA is not calling for the law to be changed to permit elective ventilation but believes
this may be an issue that would benefit from debate both to assess the clinical, legal and ethical
issues raised and to assess public opinion about its use.

Ensuring individuals’ wishes are known
The potential donor audit (see section 4) demonstrates that where an individual’s wishes are
known the relatives, under the current opt-in system, are less likely to refuse consent to donation.
With DBD donors in 2010/11, the overall refusal rate was 35% but this dropped to 6% where the
individual’s wishes were known (where the individual’s views were not known the refusal rate was
50%). With donors following circulatory death, the overall relative refusal rate was 49% but this
dropped to 20% where it was known that the individual wanted to donate (the refusal rate was
61% when the individual’s views were not known).
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While there are still cases where the

individual’s known wishes are overridden by relatives, the knowledge that relatives are less likely
to refuse in these circumstances provides impetus to find ways of encouraging people to think
about donation and make their views known.
More publicity about the NHS Organ Donor Register
The clearest way to record a wish to donate is to sign up to the NHS Organ Donor Register (ODR).
The register is available to authorised individuals 24 hours a day, 365 days a year which means
that when the family are approached they can be informed that their relative wanted to donate
organs after death. Over the years a lot of effort has gone into promoting the ODR with high
profile campaigns involving celebrities and emphasising the real difference transplants make to
people’s lives. There are currently 18.4 million people registered, representing 29% of the UK
population. Whilst this is an impressive number, it does not compare with the 70-90% who say
they support donation.
NHS BT has undertaken a number of campaigns, including in 2009 one aimed specifically at the
group of people who would be willing to receive an organ if they needed one, but have not
thought about signing up to the register – ‘if you believe in organ donation, prove it’. Although
such campaigns are principally aimed at encouraging people to sign up to the register, another
benefit is encouraging people to think, and talk about, their wishes regarding organ donation.
Such promotional campaigns have, however, been significantly restricted in England over recent
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years whereas in Scotland, the Government has continued to fund high-impact national advertising
and publicity campaigns. Indeed there is a statutory duty on Scottish Ministers, under the 2006
Act, to promote information and awareness about organ donation. Scotland currently has the
119

highest consent rate in the UK at 86%.

A number of campaigns have been targeted at black and ethnic minorities where the shortage of
donors is particularly acute. Around 16% of people on the waiting list for a donor organ are from
Asian communities but these communities make up only 1.4% of people on the Organ Donor
120

Register.

Similarly, 8% of people on the waiting list are from black communities, but these make
121

up only 0.4% of those on the Register.

Research has found high levels of support for organ

donation amongst African-Caribbeans and South Asians but a lack of awareness of the specific
122

need for organs within their community.

NHS BT has tried to address this problem by

emphasising the way in which people within their own community are suffering because of a lack
of suitably matched donors. It also provides a series of leaflets on different faiths’ perspectives on
organ donation to correct some of the myths and misunderstandings about religious perspectives
123

on donation.

124

These targeted campaigns appear to be working

but more work is required

to determine how to produce and disseminate this information to maximum effect and also to
identify barriers that are ‘cultural’ rather than ‘religious’.
The BMA has, for many years, supported an opt-out system with safeguards for organ donation
and is best known for its work in this area. It has also undertaken, or supported, many campaigns
aimed at raising awareness of organ donation generally and encouraging people to sign up to the
Organ Donor Register. It ran campaigns encouraging people to ‘have a heart on Valentine’s Day’
and to ‘sign one more card this Christmas’ as well as using various mechanisms to encourage its
own members to lead by example and make sure their own wishes about donation were known.
Encouraging people to sign up to the ODR is an important component of a broader strategy to
improve donation rates but is not the answer to the organ shortage. There is not a direct link
between the number of people on the ODR and the number of donors. One reason for this is that
the people who register are not wholly representative of the people who die and go on to donate.
It will never be possible to get everyone who is willing to donate organs to sign up to the ODR
but encouraging as many people as possible to do so is important. It needs to be acknowledged,
however, that as publicity for, and awareness of, the register increases – and with no formal
mechanism to record an objection to donation – there is a possibility that the relatives of those
who have not signed up might interpret that fact as a sign that the individual did not wish to
donate. This could have a negative impact on attempts to reduce the relative refusal rate.
‘Prompted choice’
In December 2010 the Cabinet Office published a paper, Applying behavioural insight to health,
identifying areas where what has been termed ‘prompted choice’ or ‘nudge theory’ could help
to address significant health issues within the population. The idea is to understand people’s
behaviour and develop ways to ‘prompt people to make choices that are in line with their
125

underlying motivations’.
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One of the examples used in the document was organ donation.
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From 1 August 2011 people who wish to apply for a new, or renewed, driving licence online
126

have been required to answer a question about organ donation.

Under the previous scheme,

through which more than 8.5 million people signed up, a question about signing up to the ODR
was included but it was possible to skip over it. Under the new scheme, the question must be
answered before the applicant can move on. The options given are:
• Yes, I would like to register
• I do not wish to answer this question now
• I am already registered on the NHS Organ Donor Register.
The Nuffield Council on Bioethics, whilst supporting the use of such a pilot scheme to assess the
effectiveness of prompted choice, was concerned that applicants were given no opportunity to
object to donation. Its report argued that failure to give the option of expressing objection
‘significantly undermines commitment to following the wishes of the deceased and even, arguably,
fails to comply with the spirit of current legislation with its central focus on consent’.
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Clearly, if

the option to say ‘no’ is to be included, there must be a clear and robust mechanism in place for
those objections to be registered and acted upon. This would involve either modification of the
ODR to include the option to opt out of donation or a new organ donor register designed
specifically to allow people to either opt into or out of donation.
The use of driving licence applications as a form of prompted choice is not new. In the late 1990s,
for example, licensed drivers in Texas and Virginia were required to state their views about donation
before obtaining a licence. In Texas, where the choice was between donation or non-donation, the
system was abandoned after 80% registered as non-donors leading to an overall reduction in the
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number of donors.

In Virginia, the options were donor, non-donor or undecided. In the first six

months of the programme, approximately one million Virginia drivers were asked to declare a
preference. Of these, 31% registered as donors, 45% as non-donors and 24% were undecided.
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In spite of the negative response to its first attempt, Texas introduced a new law in January 2010
requiring clerks in the Department of Public Safety to ask all driver’s licence and ID card applicants
whether they would like to register as organ donors. After six months it was reported that nearly
130

70,000 donors a month had joined the register.
positive effect from a similar initiative in Illinois.
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There have been similar news reports of a
In addition, the New Jersey Hero Act 2008 states

that, from 2013, individuals who apply for, or renew, their driving licence or ID card will be
required to consider whether they wish to become a donor. Two options are offered: to sign up
as an organ donor or to ‘review information about the life-saving potential of organ and tissue
donation, and the consequences when an individual does not make a decision to become an
organ donor and does not register or otherwise record a designated decision-maker.’
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We await with interest the outcome of the UK experience of this form of prompted choice.
If successful, this model could be repeated with other official documents such as applying for
a passport, completing tax returns, registering with a GP or, subject to legal reform, electoral
registration.
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Mandated choice
Mandated choice is a system whereby all adults are required, by law, to decide in advance whether
they wish to donate their organs for transplantation after death, with penalties imposed on those
who refuse to state a view. Prompted choice (see above) is a modification of mandated choice and
the boundaries between the two can sometimes be blurred. Mandated choice and a soft opt-out
system with safeguards are the two alternatives to the status quo that are most frequently
discussed and supported. There are a number of variations on the theme. Traditionally, it was
suggested that everyone would be asked about donation and must decide ‘yes’ or ‘no’ or face
some penalty (whether a fine, inability to obtain a driving licence, rejection of tax returns or
ineligibility for inclusion on the electoral register and therefore ineligibility to vote). A more recent
proposal is that individuals should be given the choice of three options – ‘yes’, ‘no’ or ‘I want my
133

family to decide’.

The principle behind mandated choice is to increase donation rates whilst enhancing individual
autonomy by allowing individuals themselves to make the decision and ensuring that all individuals’
wishes are known and respected. It aims to overcome the problem of apathy whereby a large
majority of individuals express willingness to donate when asked, but do not make their wishes
known by signing up to the Organ Donor Register or informing their relatives. Making it compulsory
for individuals to decide and record their wishes also gets over the problem of people not wishing
to think about their own mortality.
A further aim of mandated choice is to transfer control from the family to the individual.
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Under

this system, the views of the individual are usually binding and so the relatives would have no
right of veto
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(unless the individual specifically asked them to choose), thus also overcoming the

high relative refusal rate, which currently stands at 35% (and 50% for those whose views are not
known). The intention of most advocates is that this would apply in practice, as well as in law, as
opposed to the current system whereby the relatives have no legal right of veto but, in practice,
organs are not removed against the strong and sustained wishes of the family (although some
136

have suggested that the discretion for allowing family refusals in some cases should remain ).
Although the binding nature of the individual’s stated wish to donate is usually a key strand of
mandated choice, it is difficult to see how this would work in practice, since it is highly unlikely
that most surgeons would be willing to remove organs in the face of strong family objections. The
BMA believes that while attempts should be made to persuade the family to follow the individual’s
previous wishes, the retrieval team should have the discretion not to retrieve organs in this situation
(see section 3). When assessing mandated choice, therefore, it must be recognised that this part of
the system may be difficult to uphold in practice.
Evidence of effectiveness
There is very limited evidence available to assess the effectiveness of mandated choice in increasing
donation rates since no country has adopted this model. ‘Prompted choice’ can be seen as a form
of mandated choice, although applied to only small sections of the population and without
penalties. The first attempt at prompted choice in Texas (see above) could indicate that when
people are forced to make a decision – ‘yes’ or ‘no’, they are more likely to take a negative
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approach. It is unclear, however, whether the same model was used in the later, more successful,
attempt and so it is difficult to draw any firm conclusions from this. More evidence may become
available when data from the UK’s DVLA system are published.
By including an option not to decide, or to leave the decision to the family, as has been suggested,
there is less risk that people who are unhappy about being forced to choose will say ‘no’, but if
large numbers take this option, the situation may be no better than currently. There is even a
chance that the refusal rate could increase if families infer from their relatives’ decision not to
sign up to the register, when given the option, that they were not committed to donation.
Ethical considerations
There are clear benefits of knowing every individual’s wish about organ donation rather than
seeking views from relatives, at a time of great distress and anxiety, or making assumptions about
what a person is likely to have wanted. In order to achieve this situation, however, an element of
coercion is required and compelling people to make choices can be seen to undermine, rather than
enhance, their autonomy. There are precedents for requiring people to make a choice, where it
is felt there is a responsibility to do so, such as mandatory voting in Australia. In the same way,
Chouhan and Draper argue ‘it may be seriously irresponsible of people not to decide about organ
donation when the lives, and quality of life, of so many people depend upon this decision.’
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Furthermore, they argue, interfering with individual liberty, by mandating choice, can be justified
by the benefit that is likely to accrue from increasing the number of donors available and thus the
number of transplants that can be undertaken. There is very little effort, harm or inconvenience
to the individual, they argue, but considerable potential benefit to others.
The Organ Donation Taskforce expressed some support for mandated choice but raised concerns
about some of the practical difficulties and the costs which it considered would be higher than
138

implementing and maintaining an opt-out system (see below).

It also expressed concerns that

the imposition of a penalty on those who did not comply risked losing public goodwill and
139

challenged the concept of donation based on a ‘gift relationship’.
Practical considerations

A number of practical issues would need to be addressed such as when individuals would be
contacted, who would contact them, how people would express a view and what the punishment
should be for failing to respond, as well as how they can change their mind once their view is
registered. It would not be possible just to add the names of those who say ‘yes’ to the existing
Organ Donor Register, since there would be no way to differentiate between those who said ‘no’
and those who asked for the decision to be left to family members. This could lead to families
being unwilling to consent to donation, in case their relative had chosen the ‘no’ option, and a
subsequent increase in the relative refusal rate. A specific database would, therefore need to be
developed, containing the views of every adult within the UK; this is a major and costly task.
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Public opinion
Mandated choice received considerable public support in the deliberative events organised by the
Organ Donation Taskforce. Of eight options discussed, it was ranked fourth overall but was put in
the top three options by 44% of participants and was ranked first by 22%.
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BMA view
The BMA accepts that the principle behind mandated choice, that everyone’s views should be
known and acted upon, is a good one. It does not, however, have confidence that the system
would work in practice, and has some concerns about the level of coercion that would be
required. If individuals are to be ‘mandated’ to make a choice, there must be some punishment
for those that do not do so. Giving people the option not to make a choice, whilst superficially
reassuring, is unlikely to lead to any improvements over the status quo. In particular, the BMA
has concerns about:
• the coercive nature of forcing people to make a decision at a particular time
• the risk that if people are required to make a choice when they do not want to, they may be
more likely to say ‘no’
• the situation being no different than the status quo if people are given the option of not deciding
• the type of ‘punishment’ that might be appropriate or reasonable if individuals refuse to choose
• the lack of any evidence showing a positive association between mandated choice and donation
rates.

Opt-out with safeguards
The BMA has long advocated an opt-out system with safeguards and continues to believe that
this is the best option for the UK. Under an opt-out system everyone would be assumed to want
to donate organs after their death unless, having received information about the system, they
had chosen to opt out of donation during their lifetime. Most supporters of this type of system,
including the BMA, support what is often called a ‘soft’ system of opt-out. This system has built-in
safeguards, so that the family is always consulted and asked about any unregistered objection and
there is scope not to proceed with donation if this would cause severe distress to the family.
(In practice the family needs to be involved in order to provide information about medical history
etc and donation is highly unlikely to proceed if the family is not available.) A few countries, such
as Austria, operate a ‘hard’ opt-out system whereby unless an individual has opted out of donation
during his or her lifetime organs can be used for donation after death, with no role for the family.
This system has not been proposed for the UK.
The principle behind an opt-out system is that the default position should be to save lives and that,
unless an individual objects to donation their organs should be used after death to benefit others.
Under such a system individuals have exactly the same choice as under an opt-in system – to donate
or not to donate – but the way that choice is registered differs, to give priority to donation in the
absence of objection. The system would work as follows.
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• Before the new system is introduced there would be extensive and high profile publicity to
ensure all members of society were aware of the forthcoming change and to encourage them
to consider their own wishes about donation after their death.
• A database would be established with mechanisms for people to easily and quickly opt out if
that is their wish.
• Once implemented, when someone over the age of 16 dies and donation is a possibility, the
opt-out register must, by law, be checked and if the individual had opted out, donation could
not proceed.
• As an extra safeguard, if the individual had not opted out, family members would be asked if
they were aware of any unregistered objection.
• If the relatives were not aware of any objection, they would be informed that donation would
proceed. There would, however, be scope not to proceed if it became evident that to do so
would cause severe distress to the relatives.
Those under the age of 16 and those who have not had capacity since the system was introduced,
and therefore would not have had the opportunity to opt out, would be excluded from the system
and specific consent from a qualifying relative would continue to be required.
The main practical change would be in the approach to relatives. Rather than asking them to make
the decision (as currently happens when the individual’s views are not known), relatives would
simply be asked if they were aware of any unregistered objection. The broader change would be
to the philosophy around donation, making donation the usual and expected thing to happen
when someone dies. This is an outcome that has been widely championed including by the Organ
Donation Taskforce (making donation a usual not an unusual practice) and NHS BT (to promote
organ donation as ‘expected behaviour’ amongst UK citizens)
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although different strategies

have been recommended to achieve that outcome.
Terminology
This system is often referred to as ‘presumed consent’ and this is the term the BMA has traditionally
used. This term is, however, controversial with people arguing that ‘presumed consent’ is not
‘consent’ at all but something rather different. The BMA has found that this has resulted in debate
focusing on the terminology and thus detracting from the important debate about the merits, or
otherwise, of the system itself. Another term that is frequently used, and which is a simple description
of the system is ‘opt-out’ – individuals who do not wish to donate need to opt out. In order to
differentiate between those versions of opt-out that involve the family and those that do not, the
former is referred to as either ‘soft opt-out’ or ‘opt-out with safeguards’. In France the term
‘presumed solidarity’ has been used. The BMA’s preferred terminology is ‘opt-out with safeguards’.
Evidence of effectiveness
It is notoriously difficult to assess the impact of opt-out legislation on donation rates, because of
the problem of separating out the effect of opt-out from other factors that are known to affect
donation rates. When analysing the data to assess the impact of opt-out legislation, there are two
main types of research that can be undertaken, comparisons between countries with an opt-out

Building on progress: where next for organ donation policy in the uk?

47

BMA MEDICAL ETHICS COMMITTEE

system and those without, and comparing donation rates within countries before the introduction
of an opt-out system and afterwards. It is not possible to do an experimental study or controlled
trial, where other factors – such as the number of deaths from road traffic accidents – are manipulated
or controlled, so it will never be possible to obtain a result showing a clear cause and effect. The
best result that can be obtained from this type of research is a positive association or correlation
between an opt-out system and donation rates.
142

With support for an opt-out system being expressed by England’s Chief Medical Officer
143

the then Prime Minister, Gordon Brown,

and

the Government in 2007 asked the Organ Donation

Taskforce to undertake a review of opt-out and consider the potential impact of introducing such
a system in the UK. As part of this review the Taskforce commissioned the University of York to
undertake an independent systematic review of all published studies. The review identified:
• eight studies comparing countries with an opt-out system and those without, four of which
144

were ‘of sufficient methodological quality to provide reliable results.’

All four of those studies

found that opt-out law or practice was associated with increased rates of donation
and, in all except one of these, the results were statistically significant.
• five studies of countries before and after the introduction of opt-out legislation which were
methodologically sound. All of these studies reported an increase in donation rates following
the introduction of an opt-out system.
The authors of the review concluded that:
‘The available evidence suggests that presumed consent legislation is associated with an
increase in organ donation rates, though the size of the association varied between studies.
A number of other factors also appear to be associated with organ donation rates, such as
145

transplant capacity, GDP and health expenditure per capita.’
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This confirms the findings of studies conducted previously,
147

published,

and since the Taskforce’s report was

that having an opt-out system is one of a number of factors that are associated with

higher donation rates. The presence of that positive association in all the studies which met the
criteria for the systematic review is, in the BMA’s view, the most convincing evidence that could
be obtained from such a literature review, because these studies could not control for possible
confounding factors.
The Taskforce interpreted the York findings rather differently however, concluding that ‘we found
no convincing evidence that it would deliver significant increases in the number of donated
organs’ and the report concluded that an opt-out system could ‘negatively impact on organ
148

donation numbers’.
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This interpretation of the data was not universally shared.

The BMA accepts that it is not easy to demonstrate a direct causal link between opt-out and
donation rates, because with observational studies it is difficult to exclude other factors that might
have had an impact. Nevertheless, after reviewing the evidence available the BMA concludes that
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there is a positive association between the two – that is to say that those countries that have an
opt-out system tend to have higher donation rates although it cannot be said for certain what
causes them.
A study which did not meet the criteria of the York review looked at the differential rates of organ
donation between hospitals in Belgium which adopted the opt-out system and those which in the
short-term did not. This was thus a ‘before and after’ study which did control for factors such as
increased publicity surrounding the law change. It showed no increase where the system was not
changed and a significant increase where it was changed.
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Ethical considerations
Any system that has the potential to increase the number of organs available for donation, and
therefore the number of lives that can be saved, has strong moral arguments to support it but
there are other factors that need to be taken into account.
As mentioned above, the central principle behind opt-out is that the default position should be
to save lives. If people do not object, it is right that their organs should be used for the benefit of
others. That is not to say that we have a moral obligation to donate, or that we have no interest or
rights in relation to what happens to our bodies. Rather, if individuals have not indicated any objection
to donation, it is appropriate to assume they would want to act in an altruistic manner and help others.
The organ donation system in the UK is based on altruism and the notion of a gift relationship.
The ‘gift’ element of donation can be important to those families who consent to donation, and
to those who receive organs. It has been suggested that if the individual does not personally, or via
his or her family, pro-actively ‘volunteer’ the organ, it is no longer a gift. Under an opt-out system,
however, individuals go through exactly the same thought process to decide not to opt out as
they do in deciding to opt in. Given the option to donate or not, a decision is made to act to help
others, by not opting out of donation; this is no less of a gift than an organ donated under an
opt-in system. Undoubtedly some will think more about this than others and some people will
choose not to think about it at all. Under an opt-out system, there is no way of knowing which of
those who have not opted out would have taken positive steps to donate under an opt-in system.
Some people will see the loss of this positive action to donate as a cause for concern. Whilst it
may be seen as preferable for individuals – or their families – to take active steps to give organs,
we need to acknowledge that under the current system, organs are being lost that could have
saved lives when that would not have been the wish of potential donors. In the BMA’s view
families should be encouraged to see the whole process of organ donation as a ‘gift’ which has
the potential for very significant benefit to another person.
A central question around opt-out systems for organ donation is whether they enhance or reduce
autonomy. Those who oppose such schemes suggest that the decision is being taken out of the
hands of individuals and the government is taking and using organs without consent. Individuals,
and their families, are thus denied the right to make a personal decision and so their autonomy is
undermined. It is important to recognise, however, that under an opt-out system individuals have
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exactly the same decision to make – to donate or not to donate – and so the decision clearly still
rests with the individual.
In practice, although the current system is referred to as an opt-in system, the majority of people
who donate organs have not given consent. In 2010/11, 33% of donors had signed up to the
ODR; in the remaining cases consent (authorisation in Scotland) was given by family members.
Some family members will have known what their relative wanted from previous discussions, but
the majority of decisions will have been based on their ‘best guess’ of the views of the deceased.
This makes the process particularly difficult for families who may struggle to make the ‘right’
decision at a time of immense pressure and distress. It is possible that in some of those cases
where the families gave consent, the individual – had he or she expressed a view – might have
objected to donation, and vice versa. Under an opt-out system this is less likely to happen because
there is a formal mechanism for those who oppose donation to record their wishes and for
ensuring that those wishes are respected. The publicity that will precede the change is also very
likely to increase discussions within families about donation. Where the individual’s views are
known the situation is less difficult for the family. Furthermore Michielsen, who operates within an
opt-out system in Belgium, observes that ‘[f]rom the emotional point of view, there is a
fundamental difference between having to take the responsibility for permitting organ removal
and not making use of the right to oppose removal.’
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In addition, given that 70 to 90% of

individuals who take part in surveys say they support donation, statistically it is more likely that
someone who dies will be in the majority who wish to donate than in the minority who do not.
Practical considerations
One of the major concerns about introducing an opt-out system is the risk of a backlash; the fear
that people will object to the new system and opt out of donation as a means of protest. There
is a precedent for this. Brazil introduced an opt-out system in 1998 without public support and
against a background of public mistrust in the government. The system had to be abandoned after
152

large numbers of people opted out.

The BMA has always argued that an opt-out system must

have public support before it is introduced (see below). If there is widespread support for the
system, the chance of people opting out in protest is significantly reduced; other countries that
have introduced such systems have not experienced this problem.
The success of an opt-out system depends to a very large extent on the way in which it is
implemented. It is essential that there is widespread, high-profile publicity, well in advance of the
new system coming into effect. Particular efforts must be made to contact hard-to-reach groups
and the publicity will need to be repeated at regular intervals. There must be quick, simple and
convenient ways for people to opt out, if that is their wish, and a robust and accurate database
must be maintained. The database would need to give people the option of opting out of donating
different types of organs, such as heart or corneas, or the option to opt out completely. This could
be based on the current opt-in register which is already established and tested, with the names of
those who wish to opt in replaced by those who wish to opt out. Because it is so important to the
success of the venture that this work is undertaken properly, sufficient time – perhaps as much as
two to three years – would need to be built into the proposals for this preparatory work.
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During the Taskforce review of opt-out, some intensivists raised concerns that patients might
be afraid that efforts would not be made to save their own lives if they were considered to be
potential organ donors. This is a concern that we know is already held by some people under the
current system,
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and so it is not exclusive to opt-out. It could equally be argued that if people are

on the Organ Donor Register – and thus indicate a willingness to donate – they might be seen as
potential donors rather than as patients. The important point – irrespective of the consent system
in place – is to ensure that patients and the public are aware of the clear separation between the
treating team and the transplant team and that patients and relatives are given sufficient
information about what is happening and why, to reassure them that all treatment decisions
are made in patients’ best interests.
Public opinion
Public support is crucial for an opt-out system to work. In 1999 the Department of Health
commissioned a survey of public opinion in which 28% supported a shift to an opt-out system
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with 50% opposed and 22% undecided.

Since then, however, a number of surveys have shown

increasing support for such a shift. In October 2007 a YouGov survey commissioned by the BMA
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showed that 64% of respondents would support an opt-out system with safeguards.

The most recent and most comprehensive survey of public opinion was undertaken in 2008 by the
Organ Donation Taskforce which organised seven one-day workshops around the UK each with
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about 50 participants.

Participants were polled at the beginning of the event and again after

receiving information, watching video clips presenting arguments for and against opt-out and
having the opportunity to ask questions and discuss the issue with a panel of experts. Before the
event 65% supported a change in legislation to opt-out. After receiving information and having
the chance to consider the issue carefully, this increased to 72% in favour of this change. The
number who expressed ‘strong support’ for such a change nearly doubled after the event from
157

25% to 43%.

The Organ Donation Taskforce Report
The Organ Donation Taskforce, which reported in 2008, did not recommend a shift to an opt-out
158

system at that time.

One of its concerns was the cost of implementing the new system. It

estimated set-up costs for the database of at least £10 million and £2 million per annum running
costs. The Taskforce also estimated that publicity around the new system would cost a further
£25 million for a sustained three-year campaign. (This compares with £12.1million spent in the
159

financial year 2007/08 in connection with the ban on smoking in public places. )
The Taskforce concluded that the changes to the infrastructure it had recommended in its first
report (see section 4) should be tried first and might make opt-out unnecessary. It therefore
adopted a ‘wait and see’ strategy. The expert working groups established by the Organ Donation
Taskforce to consider the legal and ethical implications of changing to a system of presumed
consent advised, however, that there were ‘no fundamental legal or ethical barriers to introducing
a ‘soft’ opt out system, in which, as a safeguard, family members would be consulted about
160

donation.’
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In spite of the report’s conclusion the Welsh Assembly Government has pledged to introduce an
161

opt-out system with safeguards in Wales and a White Paper was published in November 2011.
BMA view

The BMA has supported a change in legislation to opt-out with safeguards since 1999. This policy
has been reaffirmed on many occasions since. The main reasons for the BMA’s support can be
summarised as follows.
• We believe that, as one part of a broader strategy, a shift to an opt-out system will have a
positive effect on donation rates.
• Studies show that a large majority of people would be willing to donate but only 29% of the
population are on the NHS Organ Donor Register or carry a donor card. While this level of
apathy exists despite people’s good intentions, people will continue to die while waiting for
donor organs.
• The BMA supports the principle behind an opt-out system – that if people do not object to their
organs being used after death, they should be used to save lives.
• Under an opt-out system individuals have exactly the same choice as in an opt-in system –
to donate or not to donate.
• The decision not to opt out of donation is as much of a gift as a decision to opt in.
• An opt-out system gives added protection to those who do not wish to donate and makes it
more likely that those who are willing to donate will be able to do so.
• Organ donation becomes the default position which, with public support, changes cultural
expectations in society. This represents a more positive view of organ donation which is to be
encouraged.
• Overall an opt-out system is better for recipients (because more organs will be available) better
for donors (because it is more likely their wishes will be respected) and better for relatives
(because it is more likely that the individual’s own wishes will be known).

Reciprocity
Under a system of reciprocity, those who donate organs, or sign up to donate after their death,
receive priority should they themselves require a transplant. One of the aims of this system is to
overcome the problem of so-called ‘free-riders’ – those who would be willing to accept an organ,
should they need one, but are not willing themselves to donate (although, in practice, most people
have simply not made a decision rather than actually being ‘unwilling’ to donate). NHS Blood and
Transplant highlighted this in its advertising campaign launched in 2009 following surveys that
showed that while 96% would accept an organ if they needed one, only 27% had signed up to
162

the Organ Donor Register.

This lack of reciprocity is not just an issue with organ donation; NHS

BT’s surveys also found that 55% of those questioned would accept a lift without offering one in
return and half would borrow books but haven’t lent their own.
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In 2008 Israel became the first country to pass legislation incorporating a system of reciprocity
163

into its organ donation system.

Under the new system, which came into effect in January 2010,

priority is still given to those in urgent medical need of a heart, lung or liver. Where two candidates
have equal clinical need, however, priority will be given to:
• individuals who consent during their life to donate organs following death and their first degree
relatives
• first degree relatives of people who donated organs following their death
• individuals who become non-directed living donors (ie to strangers) and their first degree relatives.
Within these categories a weighting system is applied such that first degree relatives of those
who have signed a donor card have half the priority given to those who have signed a donor card
themselves. Those who have a first degree relative who donated after death and those who were
non-directed living organ donors have one and a half times the priority of those who have signed
a donor card.
The introduction of the new system was preceded by a ‘massive, multilingual, multimedia
educational campaign designed and aimed at all levels of education in the public’
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with the aim

of encouraging people to sign an organ donor card. The new policy applies to everyone, including
those who have religious objections to donation (on the basis that if they oppose donation they
should neither give nor receive organs). The policy is due to be reviewed after two years.
A system of reciprocity also operates under United Network for Organ Sharing (UNOS) guidelines
in the United States, whereby any living donor is given priority for organs from deceased donors
should they need them at any stage in the future. This could be seen as acting as an incentive to
people to donate or it could be seen as removing a counter-incentive. If fear of failure of the
remaining kidney deters people from acting as living donors, then assuring them that they would
be given priority for an organ, should they need one in future, might increase the number of
donors and therefore the number of lives saved and transformed by a transplant.
Evidence of effectiveness
As mentioned above, it is very difficult to obtain data showing the impact of any individual factor or
initiative on organ donation rates. A news article in the BMJ in 2011, for example, reported that the
number of transplants fell by 20% in Israel in the previous year and that the number of people dying
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while waiting for an organ increased.

The reason given for this fall, however, was the legal changes

to the definition of death in 2008. No mention was made of the number of living donations or donor
registrations as an indicator for how well the ‘reciprocity provisions’ in the Act have been received.
In addition, part of the measure of the success of this scheme is the number of people carrying
donor cards and it is likely to take some time before any increase in people signing up for donation
is reflected in increased donation rates. The publicity surrounding the introduction of the scheme,
however, could reasonably be expected to have itself had a positive impact on donation rates. It is
therefore difficult to judge how much any improvements have been offset by the reduction in
donors resulting from changes to the definition of death.
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Ethical considerations
The notion of rewarding those who contribute to the public good has many attractions, not least
because its focus is not simply on increasing donation rates but also on making the system fairer.
Nevertheless, the offer of an incentive for donation is seen by some as undermining the ‘gift
relationship’ whereby an individual, as an act of solidarity, donates an organ to another person for
no personal gain. With systems of reciprocity, donors are encouraged to give in order to receive some
(actual or potential) benefit, therefore emphasising self-interest over pure altruism. A significant,
but perhaps not the only, reason for donating is to gain some personal advantage – in terms of
priority for an organ in the future should one be needed. The difference between these schemes
and payment per se, however, is that the reward is not immediate and the individual may never
need an organ and so never gain any benefit.
Offering incentives is frequently considered to be coercive but it has been argued that any coercion
in a reciprocity scheme for organ donation must be minimal given that ‘all the benefits accrue to
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the individual while s/he is alive while the costs are exacted exclusively after his/her death’.

This,

of course, only applies to systems that relate solely to deceased donation. Even where the scheme
includes living donation, however, there is no guarantee of benefit since the donor may never be
in the position of needing an organ so the lack of any immediate benefit would appear to reduce,
if not eradicate, concerns about coercion.
Such schemes also introduce allocation based partly on social, rather than solely clinical, factors.
Those who act in a way we consider to be in the public good – by agreeing to donate – get the
possibility of some future benefit, whereas those who do not, risk being penalised by having a
lower priority in the event of needing an organ. Although in practice clinical need would continue
to be the principal factor in allocating organs, and donation status would only be considered
where two individuals have the same clinical need, introducing any moral element to these
judgements by considering donor status could be seen as a step towards allocation based on social
worth or just deserts. Gillon warns that ‘[i]f past or present fault [thus] became an accepted
criterion for distributive justice for scarce medical resources, a very steep ‘logical slippery slope’
177

would have been created.’
Practical considerations

In establishing a system of reciprocity, there would need to be some time-limits on registration to
gain entitlements. If not there would be nothing to prevent those who are told they need an organ
transplant from signing up to the register in order to gain immediate priority access to organs. If
this were possible, the incentive for those not requiring a transplant to sign up would be removed
– they could simply wait and see if they need an organ. In development of the Israeli law it was
agreed that people should be registered for three years prior to their need for a transplant being
identified in order to receive the benefit. As a transitional arrangement for the first year, anyone
on the register would be given priority over those not on the register.
Thought would need to be given to how children and adults lacking capacity would fare within
such a system. The most logical option would be to exclude them from the scheme and to reach
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a fair position about how their priority would be determined relative to those within the scheme.
Alternatively, proxy advance decisions could be made by parents on behalf of children too young
to make a personal choice. Similarly carers could make proxy decisions on behalf of adults lacking
capacity on the basis that it is clearly in their best interests to receive priority access to organs,
168

should they need it, without causing them any significant harm.

One of the practical difficulties of the scheme relates to the relative weight given to registration on
the Organ Donor Register and clinical needs. If greater weight is given to signing up to the Organ
Donor Register, the incentive for people to sign up is large and the increase in donors is likely to
be significant. This means, however, that those who do not sign up are unlikely to receive organs
despite having far greater clinical need than other people who have volunteered to be donors after
their death. This is a very harsh punishment for people who may have failed to sign up because of
apathy, because they are disorganised or because they do not want to confront their own mortality
for example. This appears to contravene a central principle in medical ethics that medical care
should be provided, and scarce resources allocated, on the basis of clinical need and not on the
169

actual or perceived blameworthiness of the patient.

If priority is given to clinical need, however,

as in Israel, and it is only when two people have exactly the same clinical need that their donor
status becomes relevant, there is less of an incentive to donate and therefore less likelihood of the
scheme having a significant impact on donor rates. Some balance would need to be reached
between these two factors in order for the system to be fair but also to be effective.
A key aim of reciprocity systems is to increase fairness by giving priority in terms of allocation to
those who are themselves willing to donate. It is suggested that, since so-called ‘free-riding’ is
a ‘morally precarious position’, it is reasonable to counteract that by disadvantaging those who
choose not to sign up for donation.
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This may be seen as fair in relation to the majority, but some

thought needs to be given to those whose organs are not suitable for donation – because of
current illness, or past medical history, for example. This group will be unfairly disadvantaged
because it is not that they are unwilling to donate but that their organs are simply not suitable.
Public opinion
In a 2004 survey of 336 adults in Greater London (118 Asian, 112 African-Caribbean and 106
white), participants were asked to rate the impact of a series of initiatives on their willingness to
sign up to donate organs after death.
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The options included gaining priority access to organs, as

well as cash payments at the time of signing up to the organ donor register, reduced insurance
premiums, ability to influence the characteristics of organ recipients and formal recognition of
donation. Amongst all groups the alternatives that were deemed most important on average
were priority access to organs should the need arise and upfront cash payments.
A survey of 1,009 Scottish adults in 2004 found mixed opinions regarding reciprocity schemes with
42% in support, 43% neither agreeing nor disagreeing and 12% opposed to such schemes.
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BMA view
The BMA supports the approach of NHS BT in drawing attention to the moral disparity of those
who are not willing to donate organs after their death but would be willing to accept an organ if
they needed one. It is appropriate to encourage people to think about this but the BMA does not
support the type of reciprocity system introduced in Israel because it breaches two fundamental
principles that the BMA values, namely that:
• donation should be a gift freely and voluntarily given and therefore individuals should not be
given an incentive to donate and
• organs should be allocated on the basis of clinical need and social or moral factors should not
be taken into account.

A regulated market
Most of the discussion in this paper has focused on donation after death but an increasing number
of transplants are from living donors. Currently the law permits living donation – including to
strangers (see section 3) – but prohibits the sale of, or trade in, organs. Intermittently, however,
calls are made for the organ shortage to be addressed by allowing people to sell their organs.
In August 2011, for example, a paper in the BMJ recommended that healthy individuals should
be offered about £28,000 – the average annual income in the UK – to donate a kidney to enable
people to ‘do a kind deed and make enough money to, for instance, pay off university loans.’
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Whilst some supporters of paid organ donation advocate a free market approach to organ sales,
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others believe that most of the concerns about the potential harmful effects of allowing people
to sell their organs can be overcome through a regulated market.
In one possible model for a regulated market in the UK, the NHS would be the sole authorised
purchaser and would buy organs and tissue, for a fixed price, from willing sellers in the same
175

way as it does other goods such as dialysis machines or drugs.

Only those living within the

geographical area covered by the scheme, who may therefore also benefit by receiving an organ,
should be eligible to sell. The NHS purchaser would ensure appropriate screening, matching and
allocation of organs – to prevent the rich gaining an unfair advantage at the expense of the poor.
Allocation would continue to be on the basis of need. John Harris, a strong advocate for such a
scheme, argues that those who agree to sell their organs should be given priority in the allocation
of organs if they become patients in need of a transplant in the future.
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He also argues that any

payment made to sellers should not be liable to tax or reduction of welfare benefits, as an added
incentive to individuals to sell their organs and thus benefit both themselves and others.
Evidence of effectiveness
Although it is widely recognised that the illegal sale of organs is endemic in some parts of the
177

world,
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Iran is the only country to legally permit a market in human kidneys.

The system, in

operation since 1988, is run by the Dialysis and Transplant Patients Association (DTPA), a voluntary
patient group. Potential vendors contact DTPA and are referred to a transplant centre for
evaluation according to the same medical criteria as living donors who are not financially
compensated. The Iranian government provides a fixed compensation of approximately US$1,200
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plus health insurance cover for one year for conditions directly related to the surgery. The vendor
also receives remuneration either from the recipient, the recipient’s family or one of a number of
charitable organisations: this amount is usually between US$2,300 and US$4,500. Vendors must
be aged between 20 and 35 years of age and must also have the consent of their next of kin.
Analyses of the Iranian system
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have found that:

• by 1999 the waiting list for kidneys had been eliminated (subsequent reports, however, have
claimed that this is only true for those who can afford to pay for a live donor, with others still
181

being placed on a waiting list for a deceased donor )
• the long-term outcome for recipients does not appear to be significantly different whether the
kidney came from a paid donor or a living related donor
• the regulated market has not reduced altruistic donation; living related donation rates have
remained static and altruistic donation after death has increased over this period.
It has also been found, however, that:
• organ vendors are disproportionately impoverished and uneducated
• the data on long-term outcomes for organ vendors are conflicting and incomplete.
Hippen, an advocate of such a scheme for the United States, suggests that lessons can be learned
from the Iranian experience, to introduce an ethical market in human organs. He argues that
altruism can persist and even flourish alongside a kidney market, as it does in Iran. Donors can still
choose to donate altruistically and recipients can have the choice of an organ from someone who
was paid or who was donating altruistically. Long-term outcomes would need to be assessed and
this would need to be built into the system and careful attention would need to be given to the
selection of vendors and to ensuring that they are properly informed of the risk. Hippen rejects the
argument that impoverished individuals are coerced by the offer of a financial incentive on the
grounds that ‘an offer cannot be coercive if the relationship is initiated by the person in danger of
182

being coerced’.

Ethical considerations
Central to the debate about permitting a regulated market are arguments around consent,
coercion and exploitation. It is argued that autonomous individuals should be free to do whatever
they wish with their own bodily material, including selling it, provided that they are sufficiently
informed, have given consent and are not harming anyone else. Society does not usually prevent
individuals from making their own decisions about where the balance of benefits and harms lies
for them. Prohibiting payment, in the absence of significant harm to the individual or others, could
therefore be seen to infringe the freedom and autonomy of individuals. Kidney donation involves
major surgery with a small, but inherent, risk of harm. The fear is that the people who are more
likely to take up the option of selling organs are those who are poor, impoverished or in serious
financial difficulties and who have few, if any, other options. Essentially, those who need the
money will be more likely to expose themselves to these risks and may be tempted to dismiss
or minimise any concerns they have about it in order to gain the money they need. This raises
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the scenario of donors acting contrary to their better judgement because of their financial
circumstances and the financial incentive offered, leading to claims of exploitation and coercion.
Although the offer of an incentive is not, in itself, exploitative, individuals may be exploited if,
under different financial circumstances, or with full information, they would not have chosen
to donate. Arguably, however, the coercion in such cases is caused by their financial situation;
prohibiting payment for donation will not improve their situation and limits the options open to
them. The idea that adults with capacity need to be protected from making the ‘wrong’ decisions
by restricting the options open to them has been challenged in other areas, including in the debate
around women participating in egg-sharing arrangements.
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If people consider that selling an

organ is the best option for them, and there are safeguards built into the system so that the risks
and payments are controlled and the rich cannot pay for preferential treatment at the expense
of the poor, are there legitimate grounds to prevent individuals from taking this action? The
International Forum for Transplant Ethics has pointed out that vendors themselves are willing to
sell their organs and see this as the best option open to them; their position may be worse if the
option of selling a kidney is removed from them. They argue that:
‘[i]f the rich are free to engage in dangerous sports for pleasure, or dangerous jobs for high
pay, it is difficult to see why the poor who take the lesser risk of kidney selling for greater
rewards – perhaps saving relatives’ lives – should be thought so misguided as to need
184

saving from themselves.’

A further ethical consideration stems from the ancient professional obligation to intervene only for
a patient’s net benefit and to impose harm or risk of harm only for the intended net benefit of the
patient. While it is widely accepted that, with appropriate consent, minimal harm may be imposed
by doctors for the benefit of others, contemporary as well as ancient medical ethics would draw
the line at imposing substantial harm for the benefit of others, even if appropriate consent were
given. Donation of a heart for the benefit of a loved one would be an obvious example. In the
case of kidney donation, however, this concern would apply equally to unpaid living donation as to
paid donation. The current acceptance of living kidney donation implies that the level of harm and
risk of harm for donors is morally acceptable whether paid or unpaid. Conversely, if the level of
harm to paid kidney donors is too great to be ethically acceptable then the same conclusion
should exclude unpaid kidney donors.
Moving from a system based on altruism to one based on commerce, however, would represent
a fundamental shift, raising the question of whether altruism is a ‘good’ in itself which we should
strive to maintain irrespective of the practical outcome of that shift. The Nuffield Council on
Bioethics stresses the importance of altruism ‘as underpinning important communal values that
express something very significant about the kind of society in which we would wish medicine
185

and research to flourish.’

There is also a principled argument that donation and altruism are

central to the NHS, which operates the organ donation system. If we accept a move to commerce
in this area, this could be viewed as one step towards an overall reduction in altruism in society,
with people less willing to help others unless there is some personal gain. It has been argued for
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example, that if a financial motivation is introduced ‘the value of donation would be undermined,
because it would no longer stand for selfless motivation or sacrifice on the part of the donor, and
nor would it express a sense of shared obligation, of solidarity, to provide that which is essential
for life or health’.
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Linked to this is concern about the way we perceive ourselves and others as

human beings. Allowing payment for an organ can be seen as treating that part of our bodies as
a mere commodity to be traded. This could be seen to undermine the notion of human dignity
and the moral obligation to show respect for persons.
Practical considerations
Proponents have suggested that introducing a regulated market in human organs would be a
pragmatic solution to the serious problem of the lack of organs which is resulting in unnecessary
deaths. We may consider voluntary donation, with its emphasis on altruism, human dignity and
minimisation of exploitation, as far preferable. If that fails to maintain supply, however, as a society
a decision is needed about whether to uphold the principle of altruism and accept the
consequences or to take a more pragmatic approach and take steps, such as the use of payment
or incentives, to meet the shortfall. Some would argue that given the benefits that accrue from
donation, payment (if it were found to increase donations) may be justified on utilitarian grounds.
The consequence of not maintaining the supply of organs is not simply the unnecessary loss of life.
It is well known that some patients, in desperation, use unlawful, unregulated and sometimes
unsafe arrangements in other countries. This not only puts their life at risk but also has a knock-on
effect on others, when limited NHS resources are required to deal with the consequences. A
patient who was not at the top of the waiting list for a transplant would, nonetheless, receive
urgent medical treatment for complications arising from sub-standard surgery undertaken in other
countries. From the donor’s perspective, it has been suggested that the continued shortage of
organs in developed countries, and the failure to take action to address it, provides a market for,
and thus sustains, the harmful and clearly exploitative practice of trafficking organs from
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developing countries.

Introducing an ethical market in organs, it is suggested, may therefore help

to prevent the greater harms of trafficking as well as addressing the urgent need for more donors.
One of the practical arguments that is frequently used against payment for organs is that paid
donors would transmit more diseases than voluntary donors because of the type of person the
payment would attract and the possibility that they would lie about any illnesses or risk factors in
order to get the money. Data from blood donation surveys appear to add weight to the argument
that, at a global level, incentives might affect the quality of the donation or lead to more potential
donors being rejected for blood donation. The World Health Organization’s 2007 Blood Safety
Survey found that donors who gave blood voluntarily, and for altruistic reasons, had the lowest
prevalence of HIV, hepatitis viruses and other blood-borne infections, as compared to people who
188

donate for family members or in return for payment.

In practice, however, with routine screening

of donors for communicable disease it is unclear how big an issue this would be in the UK although
it may still be a problem in countries that are not able to undertake full screening. One effect in
the UK, however, could be that more potential donors are rejected because of infectious diseases
and therefore the expected increase in actual donors could be smaller than anticipated.
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Any payment for organs, from living or deceased donors, is specifically prohibited by the EU
Organs Directive, which the UK has signed up to. It limits reimbursement to that which is ‘strictly
limited to making good the expenses and loss of income related to the donation’
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(This contrasts

with the EU Tissues and Cells Directive – which applies, for example, to gamete (egg or sperm)
donation – which also permits payment to make good ‘inconveniences related to the donation’.)
Public opinion
A survey of third-year medical students in Switzerland found that 27% would consider selling a
kidney but 73% would not, under any circumstances. Of those who would consider selling, 66%
190

would sell only to overcome a particularly difficult financial situation.

In this study, the median

amount of money expected for donation of a kidney was £20,500. In a 2004 survey of the
Scottish public only 24% said the offer of payment for living donation would make them more
likely to donate (51% said it would make no difference and 21% said it would make them less
191

likely to do so).

The author points out, however, that payment of only £2,000 was suggested

and the results may have been different had the figure been higher. (Figures of up to £100,000
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have been suggested. )
BMA view
The BMA believes that organ donation should be a gift, freely and voluntarily given and does
not support incentives or direct payment for donation. The shift away from altruism and social
solidarity in organ donation could have a broader impact on societal attitudes and contribute to
an overall reduction in altruism within UK society. In addition, living kidney donation carries a small
but significant health risk; introducing payment could lead to donors feeling compelled to take
these risks, contrary to their better judgement, because of their financial situation.

Payment of funeral expenses
The offer of financial incentives for organ donation has also been proposed as a way of increasing
193

the number of deceased donors. In its report, Human bodies: donation for medicine and research,

the Nuffield Council on Bioethics advocates a system whereby the NHS offers to meet the funeral
expenses of those people who sign up to the Organ Donor Register during their lifetime and
subsequently become donors. This is based on the system in place for those who donate their
bodies to medical schools for educational purposes where cremation fees are often paid. In these
cases a medical school arranging cremation is seen as an acknowledgement of the donor’s
contribution to medical science and teaching and has not proved controversial (although it is not
clear how aware people are of this arrangement). The Nuffield Council proposes that payment of
funeral expenses would similarly be seen as recognition of the contribution a person and his or her
family have made in allowing donation to proceed. The offer of funeral expenses may also act as
a trigger to important conversations within families which would remove uncertainty around
donation and, in turn, help families to fulfil their loved one’s wishes. Although it is not widely
reported, and few details are available, a contribution towards funeral expenses is offered to organ
194

donors in some regions in Spain.

Payment to families for donors’ burial costs also formed part

of the Israeli organ donation law which came into force in 2010 (see above).
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Evidence of effectiveness
The Nuffield Council’s report acknowledges that there is no evidence of the effectiveness of its
suggestion and so proposes a pilot study in order to assess both public acceptance and its ability
to contribute to increased donation rates. An analysis of the impact of this model in Spain,
undertaken some years ago by the Director of Organización Nacional de Trasplantes (ONT), found
no evidence that it led to increased donation rates although there are no published data about
195

this.

At the time of writing there has been no published analysis of the impact of this provision

in the Israeli law.
The outcome measures for a pilot scheme would need to be carefully considered and structured
in order to obtain meaningful results. It would be difficult, for example, to identify an increase in
relatives’ authorisation because the refusal rate, where the individual is on the ODR, is only 6% so
it would take a long time and would need to be a wide pilot area for enough cases to be included
to identify a statistically significant difference. Another outcome could be increased donor
registrations, or the rate of increase before and after the scheme is announced but, as mentioned
above, there is not a direct correlation between the number on the register and the number of
deceased organ donors. Another option would be to conduct follow-up interviews with relatives
and the requesting staff to see what impact the availability of funeral expenses makes.
Ethical considerations
Many of the concerns that are raised in relation to providing incentives for living organ donors –
around consent, coercion and exploitation (see above) – do not apply where the benefit is received
after death. The donor is not undertaking any risk and does not benefit personally from the money.
Whilst this represents a shift from the current system, which is based solely on notions of the
common good (where the benefit is to unknown others), it can be argued that it nonetheless
retains an altruistic focus because the action (ie signing up to the ODR) is still motivated by a
desire to benefit others – the donor’s family and heirs who will benefit from the payment after the
individual’s death, as well as potential recipients of the organs. Although not suggested by the
Nuffield Council on Bioethics, the altruistic nature of the system could be increased further by
offering families the option of donating the money to a charity of their choice, if they felt they
did not need the money to cover the costs of the funeral.
The Nuffield Council on Bioethics uses a ‘ladder of intervention’ as a tool to analyse various ways
of promoting and encouraging donation. It sets out six levels of intervention:
1. providing information about the need for donation
2. recognition of, and gratitude for, donation
3. removal of barriers to donation amongst those already inclined to donate
4. an additional prompt or encouragement for those already inclined to donate
5. benefits in kind to encourage those who would not otherwise donate
6. financial incentives that leave people better off by their decision to donate.
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It refers to levels 1-4 as ‘altruist-focused interventions’ which act to ‘remove disincentives from, or
provide a spur to, those already inclined to donate’ and to levels 5 and 6 as ‘non-altruist-focused
interventions’ where ‘the reward offered to the potential donor is intended alone to be sufficient
196

to prompt action’. The report makes clear that the step from altruist-focused to non-altruistfocused interventions should not necessarily be seen as moving from ethical to unethical although
non-altruist-focused interventions may require more careful consideration.
A regulated market, as discussed in the preceding section, would clearly be a level 6 intervention.
The Nuffield Council suggests that the offer of funeral expenses to family members could be
viewed as a level 4 intervention, acting as an additional prompt to those who are already inclined
197

to donate, but acknowledges that it could be placed higher up the ladder.

It could be argued,

for example, that the payment of funeral expenses is a financial incentive that leaves people better
off by their decision to allow donation to proceed – a level 6 intervention. Or, it could be seen as
a benefit in kind (level 5 intervention) although it might be said that offering benefits in kind for
something that is a necessity – such as funeral expenses – is equivalent to giving money, whereas
a benefit in kind that is for a luxury or optional item is not.
In any event, using this mechanism the Nuffield Council concludes that ‘[s]ystems based on altruism
198

and systems involving some form of payment are not necessarily incompatible’

even though they

are normally seen as opposing approaches.
The BMA agrees that an individual donor’s motivation could, under such a scheme, be both altruistic
and financial, and that the system would still be based on altruism – in terms of being motivated
by a desire to benefit others (including the financial position of one’s relatives). Nevertheless, there
would be a shift away from pure altruism in the sense of an act of social solidarity, where the
motivation is to help unknown recipients, to one where the motivation is to provide financial
benefit to specific members of one’s family and heirs. The notion of donating to strangers as a
common good, which is inherent in the current system, engenders considerable public support. It
is unclear whether this type of shift in the concept of altruism would affect this support, but there
is a risk that organ donation might increasingly be seen as less of a ‘worthy cause’ if part of the
motivation is to benefit one’s own family rather than to benefit society more generally. Donating
organs after death is seen as a good and positive thing that people choose to do out of a sense
of moral duty or a genuine concern for other members of society. This public recognition of the
selfless act of donation could be damaged in a system that offers financial reward to the donor’s
family, even where those rewards are declined or, where accepted, were not the donor’s principal
motivation. On a societal level, however, the system could be particularly beneficial for the poor,
who are most anxious about covering their funeral costs, and so could be seen as another form
of solidarity.
There is no empirical evidence about the likely effect of shifting to a system where motivation is
based on both altruism and reward. It is possible that those who currently feel a strong moral
obligation to donate organs after death for the benefit of others may feel their gift is undermined
in some way by the offer of payment. Those who do not qualify for the reward (because their
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loved one had not signed up to the register for example) may feel less moral compulsion to
consent and could possibly even feel aggrieved that others are receiving payment for donation
when they are not. Such reaction is not inevitable, however, and those who are already motivated
to donate but, for reasons of apathy have not signed up to the ODR, may see the offer of funeral
expenses (and the possibility of benefitting their family and heirs) as the necessary prompt. Or,
they may view it simply as appropriate public recognition of their altruistic act.
There is also a broader issue about what, if anything, the offer of payment to families in return for
donated organs would say about our society’s perception of the importance of social solidarity and
whether, in reality, that matters. As a society, we benefit from notions of ‘the common good’ and
selflessness. An important consideration must therefore be whether the introduction of payment to
the families of organ donors would represent a significant shift that could undermine notions of
social solidarity within society or whether it is a small step in the direction of commerce, reflecting
the reality of a changing society in which behaviour can be heavily influenced by incentives, whilst
maintaining its overall altruistic focus.
Practical considerations
Although the report does not go into details, there would need to be a maximum contribution
to prevent individuals seeking elaborate funerals, way beyond their personal means, at public
expense. The offer of unlimited funds would be unaffordable and unfair and could tip the balance
significantly in favour of people donating for financial rather than purely altruistic motives. A moderate,
standard grant towards funeral expenses as a form of public recognition of the altruistic act of
donors would be preferable. Even so, with a basic funeral in the UK costing around £2,500 to
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£3,000, the cost could be quite significant, raising legitimate questions about whether this is the
best use of resources. (On the basis of 1,000 donors per year, for example, of whom 33% were on
the ODR, the direct cost would be around £1 million). If it were evident that this would make a
significant difference to donation rates, it might be cost-effective but much more work is needed
in this area.
A relevant factor in the cost-benefit analysis is that the system is aimed at encouraging people to
sign up to the Organ Donor Register, rather than being aimed at encouraging families to donate
once a relatives’ death has occurred. As mentioned above, there is not a clear correlation between
increasing numbers on the ODR and increasing numbers of donors and so this type of incentive
may not produce significant improvements in donation rates, at least in the short term. An alternative
would be to offer the grant to any family that agrees to donation irrespective of whether the
deceased was on the ODR. Having the type of two-stage approach recommended by the Nuffield
Council, however, provides a level of protection for the patient. If families receive the grant for
agreeing to the donation of organs, there would be a clear incentive for the family to authorise
donation even if they knew that was not what their loved one would have wanted.
The introduction of such a system would also need to be carefully managed to ensure that people
are not given false reassurance. The public generally has very little awareness that the majority of
people do not die in situations where they would be able to donate organs: people who die at
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home or at the scene of an accident, or even on a general ward in hospital, are most unlikely to
be able to donate solid organs. Others will be unable to donate for medical reasons. Research
shows that around 46% of people have made no financial provision for their funeral.
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If people

believe it is unnecessary to make such provision because they have signed up to the ODR, this
figure could be much higher.
Thought would also need to be given to whether it is the offer of donation or the fact of donation
that would trigger payment. If an individual was on the ODR and the family did not object but the
organs, once retrieved were not suitable for donation, it is unclear whether the donor’s family would
be eligible for payment. To make payment conditional upon organs suitable for donation being
retrieved could be interpreted as payment for the organs themselves, rather than a payment in
recognition of their donation. On the other hand, the cost of the system could increase significantly
if the payment were made on the basis of the offer of donation, irrespective of whether donation
proceeded or organs suitable for transplantation were received.
Public opinion
In 2004, the offer of a cash payment of £2,000 for funeral costs was included in a survey of the
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Scottish public on factors likely to influence their decision to donate.

Overall 39% said the offer

would make them more likely to donate, 49% said it would make no difference and 9% said it
would make them less likely to donate.
As part of its work on donation the Nuffield Council on Bioethics set up a deliberative workshop
with 43 members of the public to establish their views on the range of issues under
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consideration.

Overall the public expressed strong support for altruism in donation and to

the extent that incentives were supported, this was limited to those where altruism remained
the primary reason for donation. Offering a contribution towards funeral expenses was seen as
appealing because it was aimed at helping the family, rather than the individual, and because
it was seen as recognition of their contribution rather than payment per se.
A YouGov survey undertaken in the immediate aftermath of the publication of the Nuffield Council
on Bioethics’ report in 2011 found mixed views about the general acceptability of the proposal.
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Of the 2,640 people questioned, 47% supported the suggestion, 32% were opposed to it and
21% said they did not know. Asked whether they thought it would make people more or less
inclined to sign up to the ODR, 56% said they thought it would increase registrations, 1% said it
would decrease registrations and 32% thought it would make no difference (11% did not know).
Interestingly, however, of those who were not on the register, 58% said it would make no difference
to them personally (28% said it would make them more likely to do so and 3% less likely).

64

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

BMA views
There are undoubtedly ethical issues, practical problems and cost-implications of this proposal that
need to be thoroughly investigated. Nevertheless, the BMA does not have major ethical concerns
about offering funeral expenses to those on the Organ Donor Register who go on to donate organs
although we question the likely effectiveness of such a venture in increasing donation rates. Moving
away from a system based solely on altruism would only be worthwhile if there is good reason to
believe that it will achieve this aim. Whilst recognising the difficulty of devising a sufficiently robust
study, if a pilot scheme could be devised that would measure the effectiveness of such a scheme,
this would be worth exploring further. Any research would also need to address public support
and, if possible, the broader implications, if any, of introducing a system based on financial as
well as altruistic motivation.
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6 The way forward for policy
What can we learn from Spain?
Spain consistently has the highest donation rate in the world at around 34-35 donors per million
population (compared with 16 in the UK). It is therefore reasonable, when developing our own
system, to look at the Spanish model to see what lessons can be learned.
How does the Spanish system work?
The law in Spain permits organs to be taken for transplantation with the consent of the family
or in the absence of any known objection by the deceased. It is technically an opt-out system
although there is no opt-out register and families are relied upon to report any objection to the
transplant co-ordinator. In practice, consent is sought from relatives and the system therefore
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operates more in line with an opt-in system. Donation rates increased slightly after this legislation
was introduced in 1979 but did not begin to increase significantly until what has become known
as ‘the Spanish model’ was introduced in 1989. The Organización Nacional de Trasplantes (ONT)
was established in that year as part of the Spanish Department of Health and undertook a
programme of ‘professionalisation’ of organ donation through a network of professionals working
at national, regional and local level. When this programme started there were 25 transplant coordinating teams, but by 1999 this had increased to 139 with one in each hospital with the
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potential for organ donation.

Most transplant co-ordinators are medically qualified, usually

intensivists, working part-time in the transplant co-ordinator role for two to three years at a time
206

in order to avoid ‘burnout’; after this time they return to other jobs.

The system is designed to ensure that the transplant co-ordinators feel a sense of involvement and
accountability for performance. They are responsible for all aspects of the organ donation process
within the hospital, including donor identification which, given their positioning within the ICU,
they are ideally placed to undertake. As part of the Spanish model all professionals directly or
indirectly involved in organ donation receive regular training courses; it has been reported that
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since 1991 more than 11,000 professionals in Spain have undertaken this training.

Communication

with the public is also a large part of the strategy developed by ONT with a 24-hour telephone
information line for the press, public and professionals in order to generate trust in the system
and a positive overall view of organ donation.
Spain is an example of a country that has increased its donor rate, without implementing its optout law. It is possible that the background of an opt-out system – which potentially leads to a
more positive view of donation within society – could have had some indirect impact on the
success of the new model. Abadie and Gay have suggested, for example, that the defaults in
legislation might affect decisions made by families, even if they are not enforced.
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It is, however,

generally accepted, including by the BMA, that Spain’s success is not due to its legislation but its
organisational model. For many years the UK has been looking to the Spanish model to see how
it could be adapted to the UK situation and a number of the initiatives suggested by the Organ
Donation Taskforce are based on practice in Spain. The answer, however, is not simply to adopt
more of the Spanish system. In fact, there are some aspects of the Spanish system that the UK
either could not, or would not wish to, adopt.
Some of Spain’s performance, compared with the UK, can be put down to differences in resources
or clinical practices between the two countries. These include:
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• the higher number of intensive care beds in Spain – 87.5 per million population compared
with 27 per million population in the UK (excluding coronary care, neonatal and burns units);
• different admission criteria for ICU – with far fewer beds in the UK, those with a poor prognosis,
who are therefore more likely to be potential donors, are less likely to be admitted to ICU;
• end-of-life practices – in the UK it is considered good practice to withdraw life-sustaining
treatment before brain stem tests are carried out if treatment is no longer benefitting the
patient, whereas this is less common in Spain. This results in a far lower number of potential
DBD donors in the UK. (Spain has a donor rate of 34-35 per million population, 95% of whom
210

are DBD donors

whereas the maximum number of potential DBD donors identified in the UK

potential donor audit was 18.4 per million population). This situation could change with recent
Spanish legislation on withdrawal of life support which could make patient and family requests
211

to withdraw ventilation more common.

• the use of ‘higher risk donors’ (see section 5). In 2009, 45% of Spanish donors were over 60
years of age, compared with 30% in the UK. In 2009 no organs could be transplanted from
206 of the 1,606 donors (12.8%) in Spain.

212

Some aspects of the Spanish system have been subject to criticism although there is a significant
level of ambiguity about how the system works in practice, such that it is difficult to know
whether this criticism is justified. If the interpretation is correct there would appear to be some
practices in Spain that would conflict with the general culture of care in the UK.
• The training for transplant co-ordinators includes informing them how to challenge the most
common reasons families give for refusing donation. As a result of this the role of the coordinator has been interpreted as to explicitly and actively ‘persuade’ the family to agree to
donation.
• Transplant co-ordinators are paid variable amounts based on the hours worked and so they are
paid more when there are donors. This arrangement has been widely interpreted as incentive
bonus payments for organ donation, although those responsible for the system have reacted
strongly to ‘ill-informed’ criticism of this aspect of the Spanish model. In commenting on this the
ONT has, nonetheless, acknowledged that variable payment is a ‘favourable condition’ for organ
213

donation.

It explains that, unlike in other countries, in Spain ‘there are many doctors with low

basic pay but with the prospect of a significant increase linked to objectives.’
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• The transplant co-ordinator may also have clinical responsibility for the patient’s treatment in
intensive care as well as identifying potential donors and approaching the family. This could be
perceived as a conflict of interest, particularly if the transplant co-ordinator then receives
additional payment as a direct result of any donation that proceeds.
A number of other countries have adapted the Spanish model with great success. Modifications of
215

216

it can be found in parts of the United States of America and in Italy.

In Italy, both organisational

change, based on the Spanish model, and an opt-out system were introduced in 1999. It has been
reported that not all regions implemented both aspects of the legislation but those that showed
the greatest sustained increase in deceased donor activity rates are those that implemented both
structural reform and an opt-out system for deceased donation.
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that an opt-out system alone could not achieve the type of donation rates we need and that this
must be accompanied, or ideally preceded, by the development of a well-funded, well-organised
infrastructure.

Where next for public policy?
The Organ Donation Taskforce and those who have worked so hard to implement its
recommendations deserve congratulations and considerable credit for their work. For the first time
in the UK, the organ donation system has been subject to rigorous review with a comprehensive,
radical and logical approach and significant financial investment. The key principle underpinning
the Taskforce’s work – that donation should be a usual part of end-of-life care – has been
translated into practical changes that have made, and will continue to make, a significant
difference. Living donation has also continued to expand and a strategy has been developed
to promote further growth. These changes will result in lives being saved and transformed.
We have much to celebrate but we cannot afford to be complacent.
The Organ Donation Taskforce believed its reforms would lead to a 50% increase in deceased
donors over the five year period to 2013, taking the UK to 19.6 donors per million population.
The first three years saw an increase of 25%, and it is projected that this increase will rise to 34%
218

in the fourth year to April 2012.

Although good progress has been made, it will be a significant

challenge to achieve the target of 50% by 2013. Even if a 50% increase is achieved it will not
solve the problem and people will still be dying unnecessarily. In its strategic plan for 2011-14,
NHS BT acknowledges that with a changing donor profile, and increasing demand for donation,
‘the need to deliver the targets of the ODTF, and be able to sustain further increases beyond the
219

time period that was set, become even more challenging’.

As a society we need to consider whether, having developed the infrastructure, we should be
satisfied that we have done all we can and accept that we have reached the limit of our potential
for donation in the UK, or whether we should seek to build on what has already been achieved
by shifting our attention to additional ways of increasing the number of organ donors.
In the BMA’s view, as long as more can be done, more should be done. We recognise that any
significant policy change will only succeed if it has public and professional support and must be
pursued carefully. But we must not shy away from this debate. Doing nothing is not a neutral
act. Where lives are at stake a positive decision not to pursue further gains is one that needs
justification. We also cannot keep delaying the issue. Given the significant time that would be
needed to implement any major change, lost time will inevitably result in lost lives.
We welcome debate on the range of possible options including systems based on reciprocity,
mandated choice or the payment of funeral expenses but the BMA remains firmly convinced that
a system of opt-out with safeguards is the best option and the one that is most likely to have a
positive effect.
The BMA hopes that the publication of this report will encourage and facilitate debate – amongst
health professionals, policy-makers and the public, with a view to reaching broad agreement about
the way forward.
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7 Summary of key points
• Since the Organ Donation Taskforce report was published in January 2008 there have been
major changes and significant improvements to the organ donation system in the UK.
• The latest published data (2010/11) show that over the last three years, donation rates from
deceased donors have improved by 25% (compared with 2007/08). More recent data provided
by NHS BT show that the total increase is projected to rise to 34% by April 2012 (based on
donors up to 8 January 2012).
• The Organ Donation Taskforce believed that, with the changes it proposed, deceased donor
rates would increase by 50% by 2013. Although good progress has been made it will be a
significant challenge to achieve this target.
• Whether or not the target of 50% is reached, people will still be dying unnecessarily while
waiting for an organ transplant.
• Work must continue to maximise the impact of the changes that have taken place and to
explore further avenues for improvement. This will include increasing organ donation from
emergency departments, extending the use of living donors, increasing referrals, attempting to
reduce the relative refusal rate and targeted campaigns for black and ethnic minority groups.
• As a society we now need to consider whether, having developed the infrastructure, we should
be satisfied that we have done all we can or whether we should seek to build on what has
already been achieved by shifting our attention to additional ways of increasing the number
of organ donors.
• A range of options have been suggested, including a system of opt-out with safeguards,
mandated choice, reciprocity or some form of incentive or compensation for donors.
• The BMA remains firmly convinced that a system of opt-out with safeguards is the best option
for the UK and the one that is most likely to be effective.
• The BMA hopes that this report will encourage and facilitate informed debate amongst
professionals, policy-makers and the public about how we take forward public policy on organ
donation in the UK.

Building on progress: where next for organ donation policy in the uk?

69

BMA MEDICAL ETHICS COMMITTEE

References

70

1

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.2.

2

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation,
26 January 2012. NHS BT, Bristol.

3

Organ Donation Taskforce (2008) Organs for Transplants. A report from the Organ
Donation Taskforce. Department of Health, London, p.2.

4

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.9.

5

NHS Blood and Transplant (2011) Strategic Plan 2011-14. NHSBT, Watford, p.12.

6

25 adults (reported in NHS Blood and Transplant (2011) Transplant Activity in the UK.
Activity Report 2010/11. NHS BT, Bristol, p.13) and 3 paediatric cases (data provided by
NHS BT, 13 January 2012).

7

Human Tissue Act 2004 s 43. Human Tissue (Scotland) Act 2006 s 13.

8

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.1.

9

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.13.

10

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.1.

11

See NHS Blood and Transplant website at: www.organdonation.nhs.uk
(accessed 1 February 2012).

12

Department of Health (2010) Review of the Organ Donor Register. Report to the Secretary
of State for Health by Professor Sir Gordon Duff FRCP, FMedSci, FRSE. DH, London.

13

NHS Blood and Transplant (2012) Organ Donor Register Development, 26 January 2012.
NHS BT, Bristol.

14

NHS Blood and Transplant website: www.organdonation.nhs.uk (accessed 1 February 2012).

15

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.78.

16

Council of Europe (2011) Newsletter. Transplant 2011. Council of Europe, Strasbourg, p.4.

17

British Medical Association (2009) Human Tissue Legislation – Guidance from the BMA
Medical Ethics Department. BMA, London.

18

Human Tissue Authority (2009) Code of Practice 2 – Donation of solid organs for
transplantation. HTA, London.

19

For information about who may give consent (authorisation) see: British Medical
Association (2009) Human Tissue Legislation – Guidance from the BMA Medical Ethics
Department. BMA, London.

20

Human Tissue Authority (2009) Code of Practice 2 – Donation of solid organs for
transplantation. HTA, London, para 100.

21

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.6.

22

Ipsos MORI (2010) HTA General Public Survey. Human Tissue Authority, London p.4.

23

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.3.

24

Human Tissue Act 2004 s 43. Human Tissue (Scotland) Act 2006 s 13.

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

25

UK Transplant (2006) UK plans to increase organ transplant numbers to new levels. Press
release, 29 November.

26

Coggon J, Brazier M, Murphy P et al. (2008) Best interests and potential organ donors.
BMJ 336, p.1346-7.

27

Directive 2010/53/EU of the European Parliament and of the Council of 7 July 2010 on
standards of quality and safety of human organs intended for transplantation.

28

Department of Health (2011) Tissue authority to set EU transplant standards. Press release,
10 March.

29

Department of Health (2011) Public Consultation on Regulations to Transpose Organ
Directive 2010/53/EU into UK Legislation. DH, London. Human Tissue Authority (2011)
Public consultation on documentary framework for the quality and safety of human organs
intended for transplantation. HTA, London.

30

Organ Donation Taskforce (2008) Organs for Transplants. A report from the Organ
Donation Taskforce. Department of Health, London.

31

The Organ Donation Taskforce Implementation Programme (2009) Working together to
save lives. The Organ Donation Taskforce Implementation Programme’s Annual Report,
2008/09. Department of Health, London, p.12.

32

Organ Donation Taskforce Programme Delivery Board (2011) Working together to save
lives. The Organ Donation Taskforce Implementation Programme’s Final Report, 2011.
Department of Health, London.

33

Murphy PG, Logan L. (2009) Clinical leads for organ donation: making it happen in
hospitals. JICS 10(3), pp.174-8.

34

Murphy PG, Logan L, Aldridge D. (2010) The Professional Development Programme for
Clinical Leads for Organ Donation. The Royal College of Anaesthetists’ Bulletin 64, pp.22-6.

35

The UK Donation Ethics Committee recommends this safeguard for all decisions to
withdraw life-prolonging medical treatment, whether or not one of the clinicians is the
clinical lead for organ donation. See: UK Donation Ethics Committee (2011) An ethical
framework for controlled donation after circulatory death. Academy of Medical Royal
Colleges, London, para 1.3.2.

36

Logan L, NHS Blood and Transplant, Personal communication, 7 November 2011.

37

Logan L, NHS Blood and Transplant, Personal communication, 7 November 2011.

38

Turner J, Logan L, McGowan O. (2010) The role of the specialist nurse in organ donation.
The Royal College of Anaesthetists’ Bulletin 64, pp.28-30.

39

Murphy PG. (2008) Trust Donation Committees and Clinical Donation Champions – Letter
to Acute Trust Medical Directors, 12 November. NHS BT.

40

Personal communication with a range of Donation Committee Chairs and Clinical Leads,
October-November 2011.

41

Personal communication with a range of Donation Committee Chairs and Clinical Leads,
October-November 2011.

42

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donation. NICE clinical guideline 135. NICE, London.

43

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donors. NICE clinical guideline 135. NICE, London, para 1.1.2.

Building on progress: where next for organ donation policy in the uk?

71

BMA MEDICAL ETHICS COMMITTEE

72

44

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donors. Guidelines appendices. NICE, London.

45

NHS Blood and Transplant (2011) GIFT- News for the organ donation and transplantation
community. Issue 2, December 2011, NHS BT, Bristol.

46

NHS Blood and Transplant (2010) National Organ Retrieval Service: Commissioning Update
(10/07). NHS BT, Bristol.

47

NHS Blood and Transplant (2010) National Standards for Organ Retrieval from Deceased
Donors (10/26). NHS BT, Bristol.

48

Data provided by NHS Blood and Transplant, January 2012.

49

NHS Blood and Transplant (2011) Minutes of the eighteenth meeting of the NHS Blood and
Transplant Cardiothoracic Advisory Group at 12.30pm on Tuesday 15 March 2011 at The
Royal College of Pathologists, London (CTAG(M)(11)1), para 8.1. Available at:
www.organdonation.nhs.uk (accessed 24 January 2012). See also: NHS Specialised Services
(2011) National Specialised Commissioning Priorities, April 2011, pp.13-6. Available at:
www.specialisedservices.nhs.uk (accessed 24 January 2012).

50

Personal communication with a number of Clinical Leads, October-November 2011.

51

Intensive Care Society, British Transplantation Society (2010) Donation after circulatory
death, p.26. Available at: www.bts.org.uk (accessed 30 January 2012).

52

Evans G, NHS Blood and Transplant, Personal communication, 19 October 2011.

53

Barber K, Falvey S, Hamilton C et al. (2006) Potential for organ donation in the United
Kingdom: audit of intensive care records. BMJ 332, pp.1124-6.

54

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, pp.82-9.

55

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.6.

56

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.4.

57

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.3.

58

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.5.

59

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.11.

60

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol.

61

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, pp.82-9.

62

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.3.

63

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.5.

64

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.6.

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

65

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.11.

66

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol.

67

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.84.

68

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.7.

69

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donors. NICE clinical guideline 135. NICE, London, para 1.1.2.

70

Academy of Medical Royal Colleges (2008) A code of practice for the diagnosis and
confirmation of death. AMRC, London.

71

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.1.

72

Department of Health, Welsh Assembly Government (2009) Legal issues relevant to nonheartbeating organ donation. DH, London.

73

Burns H. (2010) Guidance on legal issues relevant to donation following cardiac death.
(SGHD/CMO(2010)11). The Scottish Government, Edinburgh.

74

Department of Health, Social Services and Public Safety (2011) Legal issues relevant to
donation after circulatory death (non-heart-beating organ donation) in Northern Ireland,
DHSSPS, Belfast.

75

UK Donation Ethics Committee (2011) An Ethical Framework for Controlled Donation after
Circulatory Death. Academy of Medical Royal Colleges, London.

76

Intensive Care Society, British Transplantation Society (2010) Donation after circulatory
death. Available at: www.bts.org.uk (accessed 30 January 2012).

77

Department of Health, Welsh Assembly Government (2009) Legal issues relevant to nonheartbeating organ donation. DH, London.

78

Burns H. (2010) Guidance on legal issues relevant to donation following cardiac death.
(SGHD/CMO(2010)11). The Scottish Government, Edinburgh.

79

Department of Health, Social Services and Public Safety (2011) Legal issues relevant to
donation after circulatory death (non-heart-beating organ donation) in Northern Ireland.
DHSSPS, Belfast.

80

UK Donation Ethics Committee (2011) An Ethical Framework for Controlled Donation after
Circulatory Death. Academy of Medical Royal Colleges, London.

81

Intensive Care Society, British Transplantation Society (2010) Donation after circulatory
death. Available at: www.bts.org.uk (accessed 30 January 2012).

82

Department of Health (2000) An investigation into conditional organ donation. DH, London.

83

Human Tissue (Scotland) Act 2006 s 49.

84

Evans G, NHS Blood and Transplant, Personal communication, 19 October 2011.

85

Department of Health, Welsh Assembly Government, Ministry of Justice (2010) Guidance
for donor coordinators – working with coroners. DH, London.

86

Department of Health, Welsh Assembly Government, Ministry of Justice (2010) Organ and
Tissue Donation. An aide memoire for coroners. DH, London.

Building on progress: where next for organ donation policy in the uk?

73

BMA MEDICAL ETHICS COMMITTEE

74

87

British Transplantation Society, Renal Association (2011) United Kingdom Guidelines for
Living Donor Kidney Transplantation, 3rd edition. Available at: www.bts.org.uk (accessed 25
January 2012).

88

NHS Blood and Transplant (2012) UK Strategy for Living Donor Kidney Transplantation. NHS
BT, Bristol.

89

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation, 26
January 2012. NHS BT, Bristol.

90

Personal communication with a range of Donation Committee Chairs and Clinical Leads,
October-November 2011.

91

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donors. Clinical guideline 135: Appendices. NICE, London, pp.80-1.

92

National Institute for Health and Clinical Excellence (2011) Organ Donation for
Transplantation: improving donor identification and consent rates for deceased organ
donors. Clinical guideline 135: Appendices. NICE, London, pp.81-2.

93

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation, 26
January 2012. NHS BT, Bristol.

94

Organ Donation Taskforce Programme Delivery Board (2011) Working together to save
lives. The Organ Donation Taskforce Implementation Programme’s Final Report, 2011.
Department of Health, London, pp.26-8.

95

Academy of Medical Royal Colleges (2008) A code of practice for the diagnosis and
confirmation of death. AMRC, London.

96

NHS Specialised Services (2011) National Specialised Commissioning Priorities, April 2011,
p.14. Available at: www.specialisedservices.nhs.uk (accessed 24 January 2012).

97

Evans G, NHS Blood and Transplant, Personal communication, 19 October 2011.

98

NHS Blood and Transplant (2011) ODT e-Newsletter – News for the organ donation and
transplantation community. Issue 1, September 2011. NHS BT, Bristol.

99

Personal communication with a range of Donation Committee Chairs and Clinical Leads,
October-November 2011.

100

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation,
26 January 2012. NHS BT, Bristol.

101

NHS Blood and Transplant, British Transplantation Society, The College of Emergency
Medicine (2011) The role of emergency medicine in organ donation. Report of a workshop,
October 4th 2010. NHS BT, Bristol.

102

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol p.7.

103

Academy of Medical Royal Colleges (2008) A code of practice for the diagnosis and
confirmation of death. AMRC, London.

104

Ayyaz A, White P, Dhital K et al. (2009) Cardiac recovery in a human non-heart-beating
donor after extracorporeal perfusion: source for human heart donation? The Journal of
Heart and Lung Transplantation 28(3), pp.290-3.

105

UK Donation Ethics Committee (2011) An Ethical Framework for Controlled Donation after
Circulatory Death. Consultation. Academy of Medical Royal Colleges, London, para 104.

106

Eynon CA, Murphy PG, Smith M et al. (2010) Heart Transplantation after declaration of
death by cardiorespiratory criteria. Journal of Heart and Lung Transplantation. 29(2), pp.232-3.

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

107

NHS Blood and Transplant (2011) Transplant Activity in the UK. Activity Report 2010/11.
NHS BT, Bristol, p.7.

108

National Institute for Health and Clinical Excellence (2006) Living-donor liver
transplantation. NICE, London.

109

National Institute for Health and Clinical Excellence (2006) Living-donor lung
transplantation for end-stage lung disease. NICE, London.

110

YouGov survey commissioned by Give a Kidney – One’s Enough. Available at:
www.yougov.co.uk (accessed 2 February 2012).

111

NHS Blood and Transplant, British Transplantation Society (2011) Guidelines for consent for
solid organ transplantation in adults. NHS BT, Bristol.

112

NHS Blood and Transplant (2011) GIFT – News for the organ donation and transplantation
community. Issue 2, December 2011. NHS BT, Bristol.

113

NHS Blood and Transplant, British Transplantation Society (2011) Guidelines for consent for
solid organ transplantation in adults. NHS BT, Bristol, p.5.

114

NHS Executive (1994) Identification of potential donors of organs for transplantation
(HSG(94)41). 10 October.

115

UK Donation Ethics Committee (2011) An Ethical Framework for Controlled Donation after
Circulatory Death. Academy of Medical Royal Colleges, London, pp.57-8.

116

Fabre J. (1999) Elective ventilation for organ donation. Transplant Topics 1999(2), pp.15-9.

117

Riad H, Nicholls A. (1995) Elective ventilation of potential organ donors. BMJ 310, pp.714-5.

118

NHS Blood and Transplant (2011) Potential Donor Audit. Summary report for the 12 month
period 1 April 2010 - 31 March 2011. NHS BT, Bristol, p.6.

119

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation, 26
January 2012. NHS BT, Bristol.

120

NHS Blood and Transplant (2011) Celebrities back new campaign to urge Asian
communities to join the NHS Organ Donor Register. News release, 19 October.

121

NHS Blood and Transplant (2011) Celebrities back new campaign to urge black
communities to join the NHS Organ Donor Register. News release, 19 October.

122

Organ Donation Taskforce (2008) Organs for Transplants. The supplement report.
Department of Health, London, pp.150-7.

123

NHS Blood and Transplant. Religious perspectives on organ donation. Available at:
www.organdonation.nhs.uk (accessed 2 February 2012).

124

NHS Blood and Transplant (2011) Campaign tackling shortage of organ donors from BME
groups on target. News Release, 30 November.

125

The Cabinet Office (2010) Applying behavioural insight to health. The Cabinet Office,
London, p.4.

126

Department of Health (2011) Licences to drive up organ donation. Press release, 1 August.

127

Nuffield Council on Bioethics (2011) Human bodies: donation for medicine and research.
NCB, London, p.10.

128

Siminoff LA, Mercer MB. (2001) Public policy, public opinion and consent for organ
donation. Cambridge Quarterly for Healthcare Ethics 10(4), pp.377-86.

129

Klassen A, Klassen D. (1996) Who are the donors in organ donation? The family’s
perspective in mandated choice. Ann Int Med 125, pp.70-3.

Building on progress: where next for organ donation policy in the uk?

75

BMA MEDICAL ETHICS COMMITTEE

76

130

George C. (2010) Texas gains ground on registering organ donors. Houston Chronicle, 27 July.

131

Thaler R. (2009) Opting in vs Opting out. The New York Times, 26 September.

132

New Jersey Hero Act 2008. Available at: www.njleg.state.nj.us (accessed 17 November 2011).

133

Chouhan P, Draper H. (2003) Modified mandated choice for organ procurement. J Med
Ethics 29, pp.157-62.

134

Spital A. (1995) Mandated choice. A plan to increase public commitment to organ
donation. JAMA 273(6), pp.504-6.

135

Spital A. (1996) Mandated choice for organ donation: Time to give it a try. Ann Int Med
125, pp.66-9.

136

Saunders J. (2010) Bodies, organs and saving lives: the alternatives. Clinical Medicine 10(1),
pp.26-9.

137

Chouhan P, Draper H. (2003) Modified mandated choice for organ procurement. J Med
Ethics 29, pp.157-62: 159.

138

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex F, p.7.

139

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex F, p.7.

140

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex J, p.62.

141

NHS Blood and Transplant (2011) Strategic Plan 2011-14. NHSBT, Watford, p.11.

142

Donaldson L. (2007) 2006 Annual Report of the Chief Medical Officer. On the State of
Public Health. Department of Health, London, pp.26-33.

143

Brown G. (2008) Organ donations help us make a difference. The Telegraph, 13 January,
www.telegraph.co.uk (accessed 18 May 2011).

144

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK. A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex I, p.9.

145

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK. A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex I, p.66.

146

Gimbel RW, Strosberg MS, Lehrman SE et al. (2003) Presumed consent and other predictors
of cadaveric organ donation in Europe. Progress in Transplantation 13, pp.17-23. Abadie A,
Gay S. (2006) The impact of presumed consent legislation on cadaveric organ donation: a
cross-country study. Journal of Health Economics 25, pp.599-620.

147

Horvat LD, Cuerden MS, Klim SJ et al. (2010) Informing the Debate: Rates of Kidney
Transplantation in Nations with Presumed Consent. Ann Intern Med 153, pp.641-9.
Mossialos E, Costa-Font J, Rudisill C (2008) Does organ donation legislation affect
individuals’ willingness to donate their own or their relative’s organs? Evidence from
European Union survey data. BMC Health Service Research, 8, p.48. Available at:
www.biomedcentral.com (accessed 24 November 2011).

148

Organ Donation Taskforce (2008) The potential impact of an opt-out system for organ
donation in the UK – An independent report from the Organ Donation Taskforce,
Department of Health, London, p.34.

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

149

See, for example: Harris E. (2008) House of Commons Hansard, 20 November, Col 151WH.
Rieu R. (2010) The potential impact of an opt-out system for organ donation in the UK. J
Med Ethics 36, pp.534-8.Bird SM, Harris J. (2010) Time to move to presumed consent for
organ donation. BMJ 340:c2188.

150

Price D (2000) Legal and ethical aspects of organ transplantation. Cambridge University
Press, Cambridge, pp.89-90.

151

Michielsen P. (1992) Organ shortage – what to do? Transplantation Proceedings 24(6), p.2392.

152

Csillag C. (1998) Brazil abolishes ‘presumed consent’ in organ donation. Lancet 352, p.1367.

153

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex J, p.16.

154

Department of Health (1999) Survey shows that public prefers existing organ donor
scheme, Press Release, 2 July (1999/0405).

155

British Medical Association (2007) Support grows for presumed consent. Press release,
19 October.

156

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex J.

157

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex J, p.42.

158

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK. An independent report from the Organ Donation Taskforce.
Department of Health, London.

159

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK – A report from the Organ Donation Taskforce. Supporting Information.
Department of Health, London, Annex G, p.7.

160

Organ Donation Taskforce (2008) The potential impact of an opt out system for organ
donation in the UK. An independent report from the Organ Donation Taskforce.
Department of Health, London, p.4.

161

Welsh Government (2011) Proposals for legislation on organ and tissue donation: A Welsh
Government White Paper, Consultation Document. WAG, Cardiff.

162

NHS Blood and Transplant (2009) New research highlights need to bridge gap between
good intentions and action. News release, 2 November.

163

Lavee J, Ashkenazi T, Gurman G et al. (2010) A new law for allocation of donor organs in
Israel. The Lancet 375, pp.1131-3.

164

Lavee J, Ashkenazi T, Gurman G et al. (2010) A new law for allocation of donor organs in
Israel. The Lancet 375, pp.1131-3:1132.

165

Traubmann T. (2011) Transplantations fall in Israel as new law takes effect. BMJ 342, p.195.

166

Jarvis R. (1995) Join the club: a modest proposal to increase availability of donor organs. J
Med Ethics 21, pp.199-204.

167

Gillon R. (1995) On giving preference to prior volunteers when allocating organs for
transplantation [Editorial]. J Med Ethics 21, pp.195-6:196.

168

Gillon R. (1995) On giving preference to prior volunteers when allocating organs for
transplantation [Editorial]. J Med Ethics 21, pp.195-6.

Building on progress: where next for organ donation policy in the uk?

77

BMA MEDICAL ETHICS COMMITTEE

78

169

Gillon R. (1995) On giving preference to prior volunteers when allocating organs for
transplantation [Editorial]. J Med Ethics 21, pp.195-6.

170

Eaton S. (1998) The subtle politics of organ donation: a proposal. J Med Ethics 24, pp.166-70.

171

Bennett R, Savani S. (2004) Factors influencing the willingness to donate body parts for
transplantation. Journal of Health & Social Policy 18(3), pp.61-85.

172

Haddow G. (2006) ‘Because you’re worth it?’ The taking and selling of transplantable
organs. J Med Ethics 32, p.326.

173

Rabbitt Roff S. (2011) We should consider paying kidney donors. BMJ 343, p.321.

174

Block WE. (2011) Organ transplant: using the free market solves the problem. J Clinic Res
Bioeth 2(3), pp.2-3.

175

Harris J, Erin C. (2002) An ethically defensible market in organs. BMJ 325, pp.114-5.

176

Harris J, Erin C. (2002) An ethically defensible market in organs. BMJ 325, pp.114-5.

177

See, for example: Jafarey A, Thomas G, Ahmad A et al. (2007) Asia’s organ farms. Ind J
Med Ethics 4, pp.52-3.

178

Hippen B. (2008) Organ sales and moral travails. Lessons from living kidney vendor program
in Iran. Policy Analysis No 614. 20 March. CATO Institute, Washington. Hippen B, Ross LF,
Sade RM. (2009) Saving lives is more important than abstract moral concerns: financial
incentives should be used to increase organ donation. Ann Thorac Surg 88, pp.1053-61.

179

Griffin A. (2007) Iranian organ donation – kidneys on demand. BMJ 334, pp.502-5.

180

Ghods AJ. (2002) Renal Transplantation in Iran. Nephrology Dialysis Transplantation 17,
pp.222-8. Hippen B. (2008) Organ sales and moral travails. Lessons from living kidney
vendor program in Iran. Policy Analysis No 614. 20 March. CATO Institute, Washington.

181

Griffin A. (2007) Iranian organ donation – kidneys on demand. BMJ 334, pp.502-5.

182

Hippen B. (2008) Organ sales and moral travails. Lessons from living kidney vendor program
in Iran. Policy Analysis No 614. 20 March. CATO Institute, Washington, p.7.

183

British Medical Association (2012) Medical Ethics Today 3rd edn. Wiley Blackwell,
Chichester, pp.334-6.

184

Radcliffe-Richards J, Daar AS, Guttman RD et al for the International Forum for Transplant
Ethics (1998) The case for allowing kidney sales. The Lancet 351, pp.1950-2.

185

Nuffield Council on Bioethics (2011) Human bodies: donation for medicine and research.
NCB, London, p.viii.

186

Cited in: Nuffield Council on Bioethics (2011) Human Bodies: donation for medicine and
research. NCB, London, p.144.

187

Hippen B, Ross LF, Sade RM. (2009) Saving lives is more important than abstract moral
concerns: financial incentives should be used to increase organ donation. Ann Thorac Surg
88, pp.1053-61.

188

World Health Organization (2009) Blood safety and availability – Facts and figures from the
2007 Blood Safety Survey. Fact sheet No 279. WHO, Geneva.

189

Directive 2010/53/EU of the European Parliament and of the Council of 7 July 2010 on
standards of quality and safety of human organs intended for transplantation, Art 13.

190

Rid A, Bachmann LM, Wettstein V et al. (2009) Would you sell a kidney in a regulated
kidney market? Results of an exploratory study. J Med Ethics 35, pp.558-64.

191

Haddow G. (2006) ‘Because you’re worth it?’ The taking and selling of transplantable
organs. J Med Ethics 32, pp.324-8.

Building on progress: where next for organ donation policy in the uk?

BMA MEDICAL ETHICS COMMITTEE

192

Smith L. (2011) Sale of human organs should be legalised, say surgeons. The Independent,
5 January, www.independent.co.uk (accessed 21 September 2011).

193

Nuffield Council on Bioethics (2011) Human Bodies: donation for medicine and research.
NCB, London.

194

Matesanz R. (2011) Personal communication, 3 November.

195

Matesanz R. (2011) Personal communication, 3 November.

196

Nuffield Council on Bioethics (2011) Human bodies: donation for medicine and research.
NCB, London, pp.5-7.

197

Nuffield Council on Bioethics (2011) Human bodies: donation for medicine and research.
NCB, London, pp.174-5.

198

Nuffield Council on Bioethics (2011) Human bodies: donation for medicine and research.
NCB, London, p.xviii.

199

Smithers R. (2011) Families cutting funeral costs, survey reveals. The Guardian, 8 February.

200

Smithers R. (2011) Families cutting funeral costs, survey reveals. The Guardian, 8 February.

201

Haddow G. (2006) ‘Because you’re worth it?’ The taking and selling of transplantable
organs. J Med Ethics 32, pp.324-8.

202

Opinion leader (2010) Nuffield Council on Bioethics: Human bodies in medicine and
research. Report of deliberative workshop on ethical issues raised by the donation of bodily
material. Available at: www.nuffieldbioethics.org.uk (accessed 2 December 2011).

203

Thompson H, Campbell K. (2011) Free funerals for organ donors? Available at:
www.labs.yougov.co.uk (accessed 7 November 2011).

204

Fabre J, Murphy P, Matesanz R. (2010) Presumed consent is unnecessary. BMJ 341, pp.922-4.

205

Miranda B, Fernández Lucas M, de Felipe C et al. (1999) Organ donation in Spain. Nephrol
Dial Transplant 14 [Suppl 3], pp.15-21.

206

House of Lords European Union Committee (2008) Increasing the supply of donor organs
within the European Union, 17th Report of Session 2007-08, Vol l. HL Paper, 123-1. The
Stationery Office, Norwich, para 193.

207

Fabre J, Murphy P, Matesanz R. (2010) Presumed consent is unnecessary. BMJ 341, pp.922-4.

208

Abadie A, Gay S. (2006) The impact of presumed consent legislation on cadaveric organ
donation: a cross-country study. Journal of Health Economics 25, pp.599-620.

209

Fabre J, Murphy P, Matesanz R. (2010) Presumed consent is unnecessary. BMJ 341, pp.922-4.

210

House of Lords European Union Committee (2008) Increasing the supply of donor organs
within the European Union, 17th Report of Session 2007-08, Vol ll. HL Paper, 123-1. The
Stationery Office, Norwich, p.135.

211

Rodríguez-Arias D, Wright L, Paredes D. (2010) Success factors and ethical challenges of
the Spanish Model of organ donation. Lancet 376, pp.1109-12.

212

Rodríguez-Arias D, Wright L, Paredes D. (2010) Success factors and ethical challenges of
the Spanish Model of organ donation. Lancet 376, pp.1109-12.

213

Quoted in: Rodríguez-Arias D, Wright L, Paredes D. (2010) Success factors and ethical
challenges of the Spanish Model of organ donation. Lancet 376, pp.1109-12:1,1110.

214

Matesanz R. (2003) Factors influencing the adaptation of the Spanish Model of organ
donation. Transpl Int 16, pp.736-41:738.

Building on progress: where next for organ donation policy in the uk?

79

BMA MEDICAL ETHICS COMMITTEE

80

215

Falvey S. (2007) Approach to organ donation within the US: findings from a visit to US
Organ Procurement Organisations. In: Organ Donation Taskforce (2008) Organs for
Transplants. The Supplement Report. Department of Health, London, pp. 203-5.

216

Simini B. (2000) Tuscany doubles organ donation rates by following Spanish example.
Lancet 355, p.467.

217

Quigley M, Brazier M, Chadwick R. (2008) Editorial: The organs crisis and the Spanish
model: theoretical versus pragmatic considerations. J Med Ethics 34, pp.223-4.

218

NHS Blood and Transplant (2012) Achieving the 50% increase in organ donation,
26 January 2012. NHS BT, Bristol.

219

NHS Blood and Transplant (2011) Strategic Plan 2011-14. NHSBT, Watford, p.12.

Building on progress: where next for organ donation policy in the uk?

BMA Medical Ethics Committee
British Medical Association, BMA House, Tavistock Square, London, WC1H 9JP
www.bma.org.uk
© British Medical Association, 2012

CODE: 52368 / ETHICS / FEBRUARY 2012

52368 Organ Donation Report A4 Cover_Layout 1 09/02/2012 09:57 Page 1

