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Abstract

Objective

Most discussions about the appropriateness of Extracorporeal Membrane
Oxygenation therapy (ECMO) in state hospitals have been focused around
healthcare economics and cost:benefit. To date, the bioethical considerations
of this topic have not been comprehensively addressed. This research
articulates the normative ethical considerations which need to be considered
when making decisions about government funding of medical therapies in
general, and costly life-sustaining therapies, such as ECMO, specifically, in a

resource limited environment.

Methodology

This research report uses a normative/philosophical design to apply the ethical
theories of Principlism, Responsive Comunitarianism and Ubuntu (African
Moral Theory) to the question of whether it is ethically justified to embark on
ECMO therapy programmes in South African State Hospitals. The report
outlines the healthcare challenges currently facing South Africa, and the state
hospitals in particular. Within the context described, this research report
argues and defends the position that it is not morally justifiable for Intensive
Care Units in South African State Hospitals to be implementing ECMO
programmes. Finally, responses to the commonly provided reasons in favour
of implementing ECMO programmes in South Africa are addressed and

rebuttals to these arguments given.

Conclusions

When applying the normative ethical theories of Principlism, Responsive
Communitarianism, and Ubuntu (African Moral theory), it is not morally
justifiable for South African State Hospitals to be implementing ECMO
(Extracorporeal membrane oxygenation), given the current state of national

healthcare services.
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Introduction

ECMO (extracorporeal membrane oxygenation), is a life support therapy which uses
an extracorporeal (i.e., outside the body) circuit to perform the function of artificial
heart and lungs (Veno-Arterial ECMO) or artificial lungs alone (Veno-Venous ECMO)
for those patients whose heart and lungs are not able to pump and oxygenate blood

adequately by themselves. (1)

The number of centres internationally which offer ECMO has increased from 83
worldwide in 1990 to 391 centres in 2018. (2) One critical care review opines that
ECMO has become a standard therapy in critical care, and as its usage increases
worldwide, and further advances are made, that it will in future be adopted widely in

middle and high-income countries. (3)

This phenomenal growth in both the academic interest in ECMO as well as its use as
a therapeutic modality has filtered down to the South African community of critical
care specialists too. There has been an increased local interest in implementing
ECMO programmes and training of Intensivists (ICU specialists) in the skills needed

to run such programmes successfully. (4)

Amongst members of the Critical Care Society of South Africa, there is, however,
disagreement amongst practitioners whether it is appropriate or not to be
implementing ECMO programmes in government hospitals. (1) It has been a source
of debate as to where ECMO should fit into the offerings of critical care in South

Africa.

Hospital managers usually make decisions about where to allocate financial
resources and hospital budgeting and expenditure. These decisions are taken with
consideration of the recommendation of the heads of clinical departments who
oversee the running of their units. This devolving of decision-making was evident in
the legal case of Soobramoney vs. Minister of Health (17), where criteria for access
to a haemodialysis programme were drawn up based on the available resources of

the public hospital involved.



To date, most of the discussion about the appropriateness of ECMO in South African
State Hospitals has been focused on healthcare economics and cost vs. benefit.
Accordingly, the primary ethical consideration which has been considered has been
that of distributive justice. Additionally, the legal aspects of the provision of
expensive life-sustaining therapies within the context of scarce resources, have been
well-discussed. (17) There is a need for a more in-depth exploration of the other
ethical issues concerning the implementation of ECMO in South African state

hospitals.

In this report, | use a normative approach to articulate and defend the reasons why it
is not ethical for Intensive Care Units in South African State Hospitals to be
implementing ECMO programmes currently. Normative research, as it pertains to the
field of bioethics, makes use of bioethical theories and the moral values which they

advocate, and applies them to the research question being addressed.

Firstly in chapter one, | describe the current state of the South African Healthcare
System, and summarise the current challenges it faces, including but not limited to

shortages of financial resources.

In chapter two, | articulate the normative aspects to be considered when deciding
which medical therapies to fund in general, using mainly the normative ethical theory
of Principlism. Furthermore, | explain how the Principlism approach provides moral
guidance for making decisions about the appropriateness of funding costly life-
sustaining medical treatments within the context of a limited resource environment, in

particular.

In chapters two to four, | apply a normative approach to evaluate whether it is ethical
for South African government hospitals to be embarking on ECMO programmes
within the context of our current healthcare system. My argumentative strategy
focuses on the normative ethical theories of Principlism, as well as Responsive
Communitarianism and Ubuntu (African Moral Theory). | show how each of these
normative ethical theories supports the argument that it is not ethically justified to

provide ECMO in public hospitals in South Africa.



Finally, in chapter five, | address the arguments which are commonly used to support
the use of ECMO in state hospitals. | argue that the provision of ECMO is not
essential for providing "best care" and that minimising the inequalities between public
and private healthcare services would be best addressed through health
programmes other than ECMO. Finally, | argue that there is no moral obligation to
prioritise the sickest (Prioritarianism/"Rule of Rescue") when resources could be

better used elsewhere.



1. Background: Healthcare in South Africa at present

In this chapter, | address the current state of healthcare services in South Africa, as
well as the state of local critical care services. | explain the necessity of care
services, even in lower-middle-income countries such as ours. Additionally, | outline
the available guidance, which is useful to help make decisions about what kind of
therapies should be provided as part of a critical care service within the context of
scarce resources. This background is imperative because it allows for the vital
context within which to assess whether a proposed medical therapy is ethically

justified or not.

1.1 The State of Healthcare in South Africa.
The Health system in South Africa faces many unique challenges. Although

economically, South Africa is defined as a lower-middle-income country, when it
comes to assessing the health of its population, it is doing worse than many low-
income countries. (5) 8.1% of the Gross Domestic Product (GDP) is spent on health,
which exceeds the average of 3.96%, which is spent by all lower-middle-income

countries. (6)

By 2015, South Africa had not achieved any of its target indicators of the 4th
Millennium Development Goal to reduce child mortality, or the 5th-millennium

development Goal (Improved maternal health) (7)

Considering the social determinants of health: Only 66.4% of the South African
population have improved sanitation, and 16% of the population still have no access
to electricity. In rural areas, almost 20% of the population's drinking water has not
been filtered or treated. According to the WHO stats for SA (2018), there are 13.7
deaths per 10000, which are directly attributable to unsafe water, sanitation, and
hygiene services. This number has increased from last year, and we do not appear
to be on track to meet our 2030 Sustainable Development Goal (SDG) target in this

area. (8)

State healthcare services mostly comprise infrastructure, which was initially built to

serve the minority of South Africa's population. (5) Post-1994, the infrastructure has
4



not expanded in parallel to the expanding population growth, which has expanded to
over 56 million individuals. (6) The socio-economic inequalities within our society
mean that we have a unique health profile, unlike that found anywhere else in the

world.

We have a burden of poverty-related illnesses such as malnutrition, communicable
diseases, and high rates of maternal and child mortality and adolescent pregnancy.
(5) Also, HIV is still a huge problem, with HIV prevalence amongst men and women
aged 15-49 increasing, and HIV prevalence among pregnant women aged 15-24
remaining almost unchanged. (7) Life expectancy at birth has increased marginally
from 57.6 years in 2001 to 61.2 years in 2015. (7)

Additionally, trauma, violence, and injuries make a significant contribution to early
death and disability in our population. (5) Current estimations of homicides per
100000 are 33.1 (2016), and age-standardized deaths from injuries (road traffic,
violence, self-harm, and accidents) are 80 per 100000 population (8)

Lifestyle-related disease and its related complications such as stroke, and ischemic
heart disease, are also likely to become more prevalent if the current trends continue.
There has been a steady increase in the number of adults older than 18 years who
are overweight and with raised fasting blood glucose over the last five years, and
almost 40% of adult females older than 40 years and 15% of adult males under the
age of 40 are obese. 46.9% of adults older than 18 years do not get sufficient
physical activity, and 35% of the population have raised cholesterol. (8)

1.2 The State of Critical Care Services in South Africa

When it comes to health services, there are 5, 6 hospital beds per 1000 people living
in SA (2005 data), and 0.82 physicians per 1000, and 5.23 nurses per 1000 (2016
data) (8) With regards to Critical Care services in South Africa, an audit done in 2005
(9) found that there were 2022 ICU beds in the country. Of these beds, 57% of them
are in the private health sector. Only 23% of government hospitals have intensive
care/high care facilities, compared to 84% of private hospitals. In government
hospitals, the bed: population rates range from 1:20000 in provinces such as
Gauteng and the Western Cape, to 1:80000 in other provinces. (9) Comparatively,
the USA has 34 beds per 100000 population over 20 years of age. (10) 5



1.3 Critical Care Services in Lower-Middle-Income Countries.

Critical care services are undoubtedly necessary for both low and middle-income
countries. (11) They are essential wherever acute, life-threatening, reversible
illnesses exist in a population. In the setting of acute trauma, severe infectious
diseases such as pneumonia and malaria, endocrine emergencies such as DKA
(Diabetic Ketoacidosis), surgical emergencies, and obstetrical emergencies, the
provision of critical care services to these patients allows for recovery, generally with
excellent outcomes. Indeed, the WHO mandates that any hospital which performs
surgery and anaesthesia should have an Intensive care unit. (11) There are various
grading systems to grade the different levels of care that may be provided by an
Intensive care unit. In South Africa, Intensive care units are graded from Category 1,
which is mostly high care, where patients require intensive monitoring without organ
support, to Category 3, which is a tertiary ICU facility providing multidisciplinary

intervention, ventilation, renal replacement therapy, and haemodynamic support. (12)

1.4 What components of ICU care should be available in such LMIC?

It is recommended that the components of each ICU be designed in accordance with
local financial constraints, needs of the population it serves, and within the human
resources which it has available. (11) Baker proposes that critical care services are
essential in low and middle-income countries, and should be set up rationally, such
that they "prioritize basic and cheap therapies and fit into a coordinated service that

benefits all critically ill patients"(11)

1.5 How does ECMO differ from other organ support therapies currently provided in
the ICUs of LMIC?

As explained in the introduction, ECMO (extracorporeal membrane oxygenation), is a

life support machine which acts as an artificial heart and lungs (Veno-arterial ECMO)
or just artificial lungs (Veno-Venous ECMO) for patients whose heart and lungs are
not able to pump and oxygenate blood adequately by themselves. The kinds of
patients who need ECMO are those for whom all other medical therapy has usually
failed and without ECMO will usually not survive their illness. (1)



The current available medical literature demonstrates that the best clinical outcomes
for patients put on ECMO occur in those units which have high volumes of patients
placed on the therapy. Centres which do more than 30 cases per year have lower
mortality rates compared to those who do less than 6 ECMO cases per year. (2) This
is not surprising as it is a complex therapy that requires experienced providers and is
human resource-heavy. It is not clear what all the factors are which contribute to

good ECMO outcomes, and volumes alone are not the only important factor.

ECMO is a costly therapy to provide. (14) Not only is the equipment expensive (both
the machine used, and the consumables required), but there are also other costs to
consider. ECMO patients have long admission times to ICU, which adds to the
cumulative cost. Also, an ECMO service has significant human resources
requirements — patients sometimes requiring two nurses per ECMO patient, as well
as a perfusionist present to oversee the therapy, and specialist surgeons available in
the event of complications occurring. Placement of the ECMO cannula requires
cardiothoracic surgeon and cardiac anaesthetic support. It also requires the skill of

an Intensivist trained in the management of these patients.
While outcomes for ECMO patients have improved over the last decade, the average
overall survival to discharge is 55 %. (13) Outcomes are better in neonatal and

paediatric compared to adult pulmonary outcomes. (13)

1.6 The perpetual problem of scarce resources.

The problem of scarce resources within healthcare systems is not unique to LMIC.
Even high-income countries, which have efficient national health insurance
programmes, face the problem of scarce resources, and how to decide on the

allocation of these scarce resources is a perpetual challenge.

The British courts, ruling in a case involving the NHS, made the point that "the reality
is that resources can never be unlimited."(15) Even in the South African Constitution
and the Bill of Rights, section 27 states that "everyone has the right to have access to
health care services, including reproductive health care; sufficient food and water;
social security..." (1) and section 27 (2) goes on to say that the state has to take
"reasonable legislative and other measures, within its available resources, to achieve

the progressive realization of these rights" (16) 7



In the case of Soobramoney v Minister of Health (Kwa-Zulu Natal) (17), the
constitutional court judgement, in this case, emphasized this fact that the provision of
healthcare services must be within available resources. The judgement in the case
of Mr. Soobramoney and his request for haemodialysis stated that " Given this lack of
resources, and the significant demands on them that have already been referred to,
an unqualified obligation to meet these needs would not presently be capable of
being fulfilled" Where resources are limited, it is inevitable that there will be a limit to
what healthcare and medical therapy the government is able to provide to the
population. Judge Sachs, in the Soobramoney case, noted that "the rationing of
access to life-prolonging resources is regarded as integral to, rather than

incompatible with, a human rights approach to healthcare."

The philosopher, Ronald Dworkin makes the valid point that "We should not treat
healthcare as a bottomless pit to the detriment of other social goods" (18) State
financial resources will never be sufficient fund all the healthcare therapies that every
single person needs. The fixed financial allocation means that hard decisions need
to be taken as to how the financial resources are allocated. The question of how
these decisions should be made is a difficult one to answer. Rationing is necessary,
but answering the question of how to do this and how to make decisions about what

therapies to prioritise within our healthcare service is challenging. (19)

In summary, | have outlined the challenges facing the South African Healthcare
System currently, as well as some of the particular challenges involved in providing
critical care services within the context of the economic challenges facing Low and
Middle-income countries. | have highlighted the perpetual problem of limited
resources, which exist within all healthcare systems. This groundwork provides an
essential foundation for the following chapters, which will use the normative theories
of Principlism, Responsive Communitarianism, and Ubuntu to argue that it is
unethical to provide the hyper-expensive life-sustaining therapy of ECMO in South

African State Hospitals.



2. The normative ethical theory of Principlism and ECMO in South Africa

In this chapter, | outline the normative ethical theory of Principlism and its
components of Justice, Beneficence, Non-Maleficence, and Autonomy. Each of
these components are considered individually, as they apply to the moral implications
of implementing ECMO programmes in South African government hospitals at

present.

Principlism is a normative ethical theory that is commonly used for ethical decision-
making in medical ethics. Beauchamp and Childress first described this approach to
ethical decision-making. (20) It considers four principles in ethical decision making,
namely, Beneficence, Non-Maleficence, Autonomy (respect for persons), and
Justice. These four principles together are considered to be foundational elements of
"common morality" and provide a framework for approaching bioethical
challenges/dilemmas. Beauchamp and Childress emphasise that the four principles
are, however, not complete, but merely provide direction and guidance for discussion

and ethical decision making. (20)

Although Beauchamp and Childress emphasise that no one principle is more
important than another, in practice, it does occur that there may be a conflict between
different principles. In these instances, balancing of the various principles should

occur, and usually, one or more principles emerge as dominant. (20)

| now consider each of the principles in Beauchamp and Childress's Principlism
approach, as they apply to whether it is morally right to implement ECMO

programmes in South African government hospitals at present.

2.1 Justice

The principle of Justice includes not only distributive justice, although in the context
of healthcare ethics, this is often the most common aspect of justice that is
discussed. Accordingly, in this report, | will focus predominantly on the discussion of

distributive justice.



Aspects of rights based justice, such as the right to access to healthcare, and the
right to dignity and bodily integrity are also important, as is legal justice.(16)

In the healthcare setting, distributive justice pertains to how health resources are
allocated. Such resources should be distributed in an equitable and fair manner,
such that all members of a community derive benefit from them. It concerns itself with
not only the priorities identified by the healthcare service, but also how resources are
allocated to meet these needs. A necessary component of distributive justice is that

expensive therapies and certain health services may need to be rationed. (20)

In this section, | first outline the importance of ICU care as part of the package of
primary health care, which should be available to all members of the South African
population, as a fundamental human right. Secondly, | address the moral obligation
incumbent on medical practitioners to utilize ICU resources in a way that does not
disadvantage other users of this resource, but rather, generates maximum benefit for
those who require such care. Thirdly, | discuss why, in the context of limited ICU
resources, it is essential that such resources are rationed and managed fairly.
Finally, | address the economic considerations concerning the costing of ECMO and

its potential benefits.

Each person has the right to life and health. Additionally, section 9 of the Bill of
Rights of the Constitution of the Republic of South Africa says that all people are
equal and should enjoy equality of all rights and freedoms. (16) In the context of
scarce medical resources, where it is factually impossible for every person to receive
the healthcare that they may need, what does it mean to treat people like equals?
Dworkin makes the argument that "the right to equal treatment is the right to an equal

distribution of some opportunity or resource or burden." (37) (Page 227)

In attending to the health needs of the population of South Africa, ICU care should be
part of a package of health care that is available to all. ICU care is defined as "the
caring for patients with a high severity of illness which potentially threatens their life,
bodily integrity or other vital functions, through a multidisciplinary health care team
which responds to that threat in a well-organized and sustained manner and

providing this care in a geographically defined location: the ICU" (12) (38)
10



ICU care tends to be highly valued by society collectively, as the survivors represent

the success of modern technology

| agree with Dworkin and argue that in South Africa, each member of the population
should have the opportunity to access ICU care when they require it. The difficulty is,
as outlined in section one, that the current ICU resources do not meet the current
need requirements and so rationing of the allocation of such ICU resources is
necessary. Several individuals have proposed different strategies for how to make
these decisions about the allocation of scarce resources and funding. Persad and
Wertheimer argue that "there are no value-free medical criteria for allocation" (pg.
423) (38) and maintain that it is impossible to allocate resources based on clinical or
scientific facts alone. (39) Ethical principles and values are needed to make

decisions about resource allocation, in addition to clinical and scientific facts.

What is the fairest way of rationing ICU resources? Some, such as Kliemt, maintain
that priority should be given to those who are the most severely ill, within any
healthcare system. (40) He coined the term "Akutprinzip," which means that the
higher the acute threat to life which a condition causes, the higher the priority in
treating it within the public healthcare setting. (40)

Others agree with this sentiment. Nord proposes that urgent, life-saving therapies
should deserve extra weight, because an unexpected premature death (as opposed
to someone who knows they are dying), deprives that individual of achieving the
plans and hopes and dreams which one had intended for one's life, and therefore
deserves extra merit, regardless of how old the patient is or how good/bad their

quality of life will be after being "rescued"(41)

The tricky part is, as Dan Brock puts it: "there seems no objective, principled basis for
determining how much priority to give the sickest, that is, how much aggregate health
benefits should be sacrificed to treat or give priority to the sickest. Instead, the most
one can say is that most people and many theories of distributive justice have a
concern both for maximizing overall benefit with scarce health resources and for
helping the worst off or sickest, but there is great indeterminacy regarding the proper

trade-off between these two concerns when they are in conflict."(42) (Page 10)
11



Locally, the Critical Care Society of South Africa has opted for a more pragmatic
standpoint as the basis of their consensus document on ICU Triage. The document
recommends that "Triage decisions in SA should be made on the basis of achieving
the greatest medical benefit from the available ICU resources. Patients should be
prioritized such that those with the greatest likelihood of incremental medical benefit
from ICU admission are given priority for admission" (43) This concept of
"incremental medical benefit" is intended to mean that it is not only the sickest but
those who are both very sick as well as most likely to benefit from ICU care, who

should be prioritized for ICU admission.

A utilitarian (consequentialist) argument would additionally, also favour the allocation
of ICU resources in a manner which would accommodate the most considerable

number of critically ill patients who need ICU care, as possible.

Many of the therapies provided in the context of the intensive care unit are
expensive. ECMO is no different. It is challenging to summate the cost of ECMO
comprehensively. (35) The full cost of ECMO needs to include not only the in-hospital
costs but also the costs incurred pre-transfer to an ECMO centre, as well as the
costs incurred for long-term follow-up, medical services, and neurodevelopmental

therapy services which may occur. (44)

A systematic review of US and international in-hospital costs of ECMO
demonstrated a wide variation of total in-hospital costing varying from USD 42554 to
537554 per patient. (44) The variation in cost occurs because of the heterogeneous
type of conditions for which ECMO is utilized. Higher costs occurred for infants post
repair of Congenital Diaphragmatic Hernia and with cardiac conditions and lower
costs for respiratory conditions. This same systematic review demonstrated
variability in the duration of ECMO treatment, with mean durations ranging between
5.1 and 11.4 days on ECMO therapy in US studies and a median of 9 (1-28) days in
non-US studies. There was also variability in the distribution of total costs. In some
centres, the costs of medical personnel contributed to the most considerable cost of
the therapy (82% in one instance), and in other centres, the hospital stay was the

most significant contributor to cost.
12



Wide variability in the distribution of cost for disposable items, medications,
equipment, pathology and radiology, and surgery is evident. (42)

When considering the current costs of ECMO, it is essential to remember that many
of the medical therapies which are commonplace in the ICU today, such as renal
dialysis and mechanical ventilation, were very expensive too when they were first
introduced. (35) Over the years, however, they have become more affordable as well
as more effective, with better outcomes and better costing per life-year saved. The
same may very well occur with ECMO — with it becoming more affordable in the
future. Neonates and paediatric patients, additionally, because they have many
years of life ahead of them if they survive ECMO, will demonstrate a lower cost per
life-year saved, with an estimation in one study of 4190 USD per life-year saved. In
other words, it may be more cost-effective to provide ECMO for this sub-group of
patients. (35)

Fleck argues that when it comes to the cost of medical therapies, any decisions
about medical distributive justice need sound medical facts to base them on. (24) In
his paper, he gives the example of HIV positive patients who receive combination
ARV therapy for the rest of their lives. While the expense of such therapy is about a
third of the cost of that of expensive cancer drugs, these patients receive their
medication for decades. In contrast, the chemotherapy drugs are usually for a much
shorter period, albeit that they are 3x the cost. However, he rightly argues, life
expectancy and the amount of socially productive life years generated needs also to
be considered, as well as the chance of successful cure from such expensive cancer
therapies. (24) The issue of expensive cancer therapy drugs needs to be considered
within the broader context of other expensive life-prolonging therapies, all vying for a

slice of the budget pie.

With this in mind, one could make a compelling argument for providing hyper-
expensive therapies that provide significant benefit. The argument falls flat if the

same therapy is hyper-expensive and provides minimal benefit.

In summary, when considering the ethical principle of Justice, | have argued that ICU
care is an integral part of a comprehensive health care package and should available

to all those who need it. 13



When it comes to rationing the available ICU resources fairly, there is a moral
obligation to try to help as many individuals who can benefit from critical care
services as possible and to do so in a way that is also as economical as possible,
maximizing the benefit obtained for the cost output. It is not ethical for institutions to
initiate ECMO programmes when, at present, all those who need ICU care are
currently not able to access that care, and when doing so will increase the demand
for ICU care, without simultaneously providing the extra funding and capacity

needed.

This argument by Peter Mack is worth keeping uppermost in our minds when
considering distributive justice and the allocation of resources within the context of

medical science and advancements.

Medicine is a costly science, but of greater concern to the health economist is
that it is also a limitless art. Every medical advance created new needs that
did not exist until the means of meeting them came into existence. Physicians
are reputed to have an infinite capacity to do even more things and perform
more expensive interventions for their patients so long as any of their patients'
health needs remain unfulfilled. The traditional stance of the physician is that
each patient is an isolated universe. When confronted with a situation in
which his duty involves a competition for scarce medications or treatments, he
would plead the patients cause by all methods, short of deceit. However,
when the physician's decision involves more than just his patient or has some
commitment to public health, other issues have to be considered. He then has
to recognize that the unbridled advocacy of the patient may not square with
what the economist perceives to be the most advantageous policy to society

as a whole.(45) (page 63)

2.2 Autonomy
Autonomy means a person's ability to "self-rule." The first pre-requisite for

autonomy, according to Beauchamp and Childress, is that there must be some
intentionality on behalf of the individual in question. "Intentionality” is understood, in
philosophical terms, to be a characteristic of all acts of consciousness, distinguishing

them from 'physical’ or 'natural' phenomena. (21)
14



Secondly, that individual must have an adequate understanding of what their
decision entails, and finally, there must be no controlling factors, either externally or

internally, which influence the decision being made. (20)

When considering autonomy, in the context of decision-making about medical
therapies, it seems apparent that everyone should be able to make informed
decisions about the care that they wish to receive. This respect for persons is the
bedrock for the informed consent process. Accordingly, it would, therefore, follow
that should individuals want to have access to ECMO as a medical therapy, and they
consent to the procedure in an informed manner, having understood the risks
involved and the potential benefits and complications, then they should receive it.
However, this would be an over-simplification. Even in countries with abundant
financial resources, patients do not receive therapy, which they wish to receive just
because they want it. Best practice guidelines, evidence-based medicine, and
treatment protocols exist in every medical specialty to outline which treatments are

appropriate and beneficial, and the circumstances and prerequisites for their use.

Additionally, Beauchamp and Childress emphasise that "respect for autonomy has
only prima facie standing, and competing moral considerations sometimes override
this principle" (pg. 107). (20) Beauchamp and Childress highlight that autonomy
should not be "excessively individualistic" to the degree that it fails to take into
consideration the truth that individuals exist within a society and that one's individual
choices and actions have an impact on society at large. (20) The implication is that
while patients should be allowed to make informed choices about the treatments they
receive, there are some circumstances where it is justifiable to limit the choices
available. Specifically, if one's choices require funding for an expensive and scarce
therapy within a healthcare system that is already underfunded, then it may be
justified to deny that treatment.

This kind of limitation of an individual's autonomy, for the good of society as a whole,
does currently occur in certain instances within healthcare. In the context of

outbreaks and communicable diseases that pose a risk to the community, a patients'
autonomy may be impaired through isolation until they are no longer infectious, even

if they do not consent to such isolation.
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In this instance, the limiting of an individual's autonomy is for the health of the society

in general, protecting them from infection.

There are those, such as the bioethicist, Gillon, who maintain that "respect for

autonomy should be 'first among equals' "in the Principlism approach. (22) (pg. 307)
Moreover, this viewpoint is commonly supported, particularly in western societies,
where the resolution of the conflict between different principles in a manner that
autonomy over-rules the other principles. (23) However, the risk of allowing
autonomy to dominate the other three principles carries the risk of turning Principlism
into a rather individualistic approach, with the emphasis on "self," "self-rule" and "self-
interest." This kind of approach is inevitably not going to meet the needs of the
community at-large. Callahan argues that autonomy is not just about the right to
make independent choices. There must also be some consideration of what the
effects these decisions will have on the community at large. (24) Furthermore, he
argues that "the first set of questions to be raised about any ethical problem should
focus on its social meaning, implications, and context, even in those cases which

seem to affect individuals only" (23) (pg. 287)

From what has been discussed about distributive justice in the first part of this
chapter, and now the principle of autonomy/self-determination, it is clear that these
two principles are inevitably going to conflict with one another, especially in the
context of scarce resources. Fleck argues that it is not possible to get just outcomes
with regards to distributive justice if each individual decides what they think is best for
themselves. (24) Instead, it is necessary to have a "social agreement" to determine
what is just and fair. He elaborates further that this "social agreement” requires the
participation of members of the community /society to agree by deliberation and to

use rational arguments. (24)

It may be possible to obtain some agreement between these two conflicting

principles, by using John Rawls' "original position" The "original position" is part of
John Rawls' social contract theory and it concerns itself primarily with social justice.
(25) The idea is to imagine that one could be any person in a given society, hence
the idea of a "veil of ignorance" — one could be from any socioeconomic status, race,
cultural group, etc. It is then from this imagined position of impartiality that

autonomous decisions that affect society as a whole are made. 16



The point of placing oneself in this position is to attempt to ensure that one's
decisions, in addition to being autonomous, are also as fair and just as possible.
When one imagines oneself in this position, the idea is to remember that one could
be any member of society — therefore, it would be in one's best interest to ensure that
any decisions being made are as fair, just and impartial as possible for all members

of society, not only the wealthy and the privileged.

In summary, when considering the principle of Autonomy as it pertains to ethical
decision making, it is clear that autonomy does not translate to one being able to
choose to receive any medical therapy which one wishes to receive. Rational
decision making is necessary, which includes adhering to best medical practice
guidelines. Additionally, any decisions made about medical procedures that are
funded by the government must have some consideration of social justice and what
the effects of such decisions will be on the greater society. For these reasons, it may
also be necessary to limit the autonomy of an individual, particularly within the

context of scarce medical resources.

2.3 Beneficence

According to the principle of beneficence, common morality dictates that we have a
positive obligation to "do good" to other human beings. The moral requirements of
individuals extend beyond merely not causing harm to others (non-maleficence).
Preventing harm to others, including removing potential harms and actively
intervening to prevent harm, is also considered to be part of beneficence. (20) The
medical profession has always maintained that its primary purpose has been to "do
good" — right from the origins of the Hippocratic Oath. The Health Professions
Council of South Africa states that "Health Care Practitioners should act in the best
interest of patients even when the interests of the latter conflict with their self-interest"
(26) Patient care, and doing what is in the best interest of one's patient are
understood to be the primary responsibilities of medical practitioners. (26)

Concerning beneficence, the question which begs to be answered is whether or not
healthcare practitioners have the same moral obligation to always demonstrate
beneficence to their patients in the same way that they are obligated to always act

with non-maleficence? (20)
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Some philosophers, such as Bernard Gert, argue that non-maleficence is a definite
moral obligation, and while beneficence is morally commendable, it is not obligatory.
(28) In other words, it may be ethically acceptable to not always act in a way that
provides benefit to individuals (or patients, in the context of medical practitioners),
provided one has not actively caused harm by doing so. This concept is termed
"impartial adherence." (20) What this means that unlike non-maleficence, which
must be followed impartially, the principle of beneficence does not need always to be
adhered to impartially at all times, and failing to adhere to it is neither legally
prohibited nor grounds for legal punishment. (20)

Additionally, it needs to be clarified to whom medical practitioners are required to
demonstrate beneficence. Is it only to the patient in their immediate care? Does it
extend to both the patient in their immediate care as well as their future patients? Or
is it perhaps to the patient in their immediate care, their future patients, as well as
other patients using the healthcare services collectively? To consider beneficence as
being a principle to be applied for the patient in one's immediate care only is possibly
a rather narrow-minded application of the ethical principle. | argue that the principle
of beneficence should apply to both current and future patients under the care of a
medical practitioner, as well as to all potential healthcare users. | will address this
further under the discussion of Responsive Communitarianism (Chapter 4) and
Ubuntu (Chapter 5).

For now, however, | will consider beneficence as it pertains to the individual patient:
Since ECMO is a life-saving therapeutic intervention for those who need it, it
generally does provide benefit to these individuals. In most circumstances, not
providing ECMO to these patients almost will almost always result in death. The
reason for this is because, at present, there are no other alternative therapies
available as a substitute, once a patient is at the point of requiring ECMO therapy. (3)
ECMO is usually used in patients with a high risk of mortality where other modalities
of conventional therapy have failed by working as a modified heart and lung machine.
(3) Even with a mortality rate of around 45%, this is still better than certain death.
(13)

However, ECMO alone is not a cure-all. Experts in the field of ECMO highlight that,

as a therapeutic intervention, it should be viewed as a "bridging therapy." 18



In other words, it is a therapeutic modality that provides support to the body as a
"bridge" to either recover from the disease process or, failing that, the transplant of a
new, functioning organ. There is no rational argument that would justify it being used
as a "bridge to nowhere." (29)(30) This point is a crucial consideration in the South
African healthcare service, where there are currently no government hospitals where
heart, lung, or heart/lung transplants are performed, and so there is no option of

ECMO being a bridge to transplant.

Also, internationally, according to the Extra-Corporeal Life Support (ELSO)registry,
between 2002 and 2012, 52% of Veno-Arterial (VA) ECMO runs were discontinued
as a result of organ failure or a diagnosis incompatible with life. (13) In other words,
worldwide, 52% of cases of VA ECMO runs end up, in essence, being "a bridge to
nowhere." (30) This information is essential, as it is unlikely that local outcomes will
be superior to these international outcomes where, for every 1 out of 2 VA ECMO

cases, the therapy ends up being futile.

We can infer from these facts that there may, therefore, be a significant chance that
ECMO, if performed in government hospitals, has a high possibility of indeed ending
up being a "bridge to nowhere." This outcome would be undesirable, and
significantly curtails potential benefit to such patients, thereby conflicting with the

principle of Beneficence.

It is undeniable that the overall ECMO survival rates have steadily improved over the
47 years since the first patient was placed on ECMO. (31)(32) For the past 30 years,
the Extracorporeal Life Support Organization (ELSO) has kept a registry of the
outcomes of ECMO runs done worldwide, including information from 170 ECMO
centres. The reports from this registry are publicly available. (13) The outcomes are
significantly better for paediatric patients placed on ECMO (both respiratory and
cardiac indications) than for their adult counterparts (predominantly respiratory). (13)

These continued improvements in outcomes are encouraging, and survival rates will
likely continue to improve over the next decade. Undoubtedly, medical practitioners
are advocates for the best interests of their patients, and so ECMO is very appealing
as a therapy for the most desperate and dying.
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Nancy Jecker, however, eloquently reminds us that "patient advocacy does not
support ‘doing everything’; rather, it justifies helping the patient." (33) (Page 71)
When considering beneficence, it is not sufficient to consider that the therapy is life-
saving. Consideration also needs to be given to the ability for an individual to enjoy
and participate fully in that "saved life," and in this way, should provide benefit
(beneficence) without causing further unbearable harm or suffering (non-

maleficence). | will elaborate on this further in the next section.

In summary, | have shown that the principle of beneficence (doing good) means that
physicians should always try to do good for the patients that they treat. However, the
obligation for beneficence is not as strong as the obligation for non-maleficence.
Additionally, the principle of beneficence as a moral requirement should not be
applied narrowly: it should be applied as meaning to do good for all patients. Finally,
the concept of beneficence should extend beyond mere survival, but rather, what is
considered to be a "good outcome" needs to include consideration of the whole
picture both whether patients can recover and be removed from the ECMO machine,

as well as how the survivors experience their subsequent daily lives.

2.4 Non-maleficence

The principle of non-maleficence states that common morality requires us to "do no
harm." This would include both refraining from causing harm, as well as engaging in
any activity which could cause harm to a person. (20) According to Beauchamp and
Childress, and as mentioned previously, "obligations of non-maleficence are usually
more stringent than obligations of beneficence"(20) (page 151) It is considered
morally wrong to harm others by causing suffering, incapacitating an individual, or

impairing their enjoyment of the "goods of life" (20)

Several immediate complications may occur with ECMO therapy, which may result in
patient morbidity or death. (34) These complications may occur as a result of the
therapy itself, following the surgical procedures of cannulation and de-cannulation,
the concomitant failure of other organ systems that may occur, as well as
complications from the anticoagulation therapy which is required during the
extracorporeal circulation of blood. (32)(3)(34) Complications occur more frequently

with VA (veno-arterial) ECMO, than VV (venovenous) ECMO cannulation.
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Most serious complications are bleeding, including cerebral haemorrhage, as well as
cerebral ischaemia, which may result in considerable neurological morbidity.
(35)(31)(3)

Survival to hospital discharge is how the success of ECMO has been traditionally
assessed to date. (32) However, a better indicator of success may be the measure of
the quality of life that these survivors go on to achieve — including both functional,
neurological, and psychological recovery. (32) There is a paucity of data looking at
this in particular. At the moment, there is no consensus on what constitutes "good
long-term outcome" for these patients. Additionally, there is no useful data on what
the actual long-term outcome of these patients is after they make it to hospital
discharge. (32)

In one cohort of paediatric patients who survived after ECMO, one-third of them had
neurodevelopmental problems that required specialist intervention services. (31)
Research on neonatal ECMO survivors using functional MRI of their brains
demonstrates that there appears to be a degree of subtle brain injury to the
hippocampus, as indicated by a loss of hippocampal volume, which occurs in these
patients. This results in memory deficits and learning problems as they get older.
Impairments in verbal memory as well as visuospatial memory appear to occur, as
well as attention deficits, which manifest through school-going years and
adolescence. (31)(32)

Other long-term complications may also occur in these patients. In another cohort,
32% of children had at least one sign of chronic kidney disease when followed up to
8 years of age, after ECMO survival. Decreased exercise tolerance may also be

seen in these patients at school age. (31) (32)

These long-term needs of ECMO survivors need to be considered when deciding
whether or not to implement ECMO programmes in state hospitals. (32)(31) What
kind of outcomes will be acceptable to the parents of these children, or the survivors
themselves? When faced with the possibility of death, most would likely, at that

point, accept the possibility of "life at any cost."
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However, the neurological and other morbidities subsequently experienced by such
survivors may result in them experiencing "unbearable lives," which would not be in

keeping with the principle of non-maleficence and would be morally wrong. (32)

It is necessary to interrogate whether, after surviving ECMO, these patients
(especially children) will have access to the kinds of long-term therapy, psychosocial
support, and special schooling that they will need. In our current state schools and
healthcare services, these kinds of needs are not well provided for or accommodated
at present. To knowingly embark in the pursuit of a therapy where the necessary
support and resources for survivors is lacking would conflict with the principle of non-

maleficence.

Additionally, Nancy Jecker argues that "if the quality of outcome to be achieved falls
well below a threshold considered minimal...... the claim that one is ‘rescuing’ the
patient is dubious" (33) (page 71). Furthermore, she argues that in such instances,
"a more honest telling might be: harming the patient, wasting resources, feeding
false hope, disregarding professional standards, failing to show courage, being
seduced by technology, neglecting to focus on palliative care, being co-opted by the
family, refusing to acknowledge medicines limits, denying a patients impending
death" (Page 71) (33)

Does non-intervention by medical rescue therapies for dying persons constitute
maleficence? | argue that it does not. Not intervening is merely allowing the disease
process to run its full course, naturally. We do not always need to "rescue" the dying.
(36) Itis possible to provide ongoing medical care while at the same time not
providing ECMO to these patients. | argue that it adheres more to the ethical
principle of non-maleficence to provide only supportive care, analgesia, and palliation
to those who are facing life-threatening illnesses, for whom there is minimal chance
of recovery without artificial heart/lung support. Additionally, this approach would
also provide the least harm to the patient by limiting both their short and long-term

suffering.

In summary, the principle of non-maleficence would support not introducing ECMO

programmes into the state healthcare service at this present time, because the
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healthcare service is inadequately resourced at present to firstly provide the
heart/lung transplants which ECMO is often a bridge for, and secondly, to support the
long term medical, psychological, educational and therapeutic needs of survivors.
For those patients for whom ECMO therapy is necessary, it would be appropriate to
provide ongoing support and palliative care to alleviate suffering. It is not necessary

to always "rescue the dying." Non-maleficence may advocate not doing so.

Conclusion: Principlism

In conclusion, using the normative ethical theory of Principlism to consider whether it
is ethically acceptable to be implementing ECMO programmes in South African state

hospitals, | have put forward the following arguments:

When considering justice and fairness, it is not ethical for state hospitals to initiate
ECMO programmes when, at present, there are limited ICU resources, and the
current demands for ICU care exceed the availability of services. Before such
programmes can even be considered, there needs to be an increase in both the
funding and the capacity of the state Intensive Care Units. Access to ICU care for
those who need it is an essential medical service. Managers of these ICU services
must ration such services in a manner that they can help both those patients who are
the sickest, and who are likely to derive the greatest benefit from such a service.
Additionally, they must do this in a way that maximizes the benefit obtained for the
greatest number of individuals for any given cost output. In doing so, and
considering 'beneficence’ for critically ill patients, the considerations should not only
be for the needs of the current patients in the ICU, but also for those future patients
who will need to utilize the services. In this way, resources should be stewarded
rationally and fairly. Implementing ECMO programmes in state hospitals in their
current capacity will be expensive. It will also place increased demands on an
already over-stretched service. This would mean that other, far more cost-effective
treatments would not be provided to patients who are likely to derive more significant

benefit from such treatments. For these reasons, it should not be implemented.

Patients who receive ECMO would almost certainly die without the therapy, and so
providing it does provide benefit to these patients immediately. However, survival

rates to hospital discharge are about 45%. (13)
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In the South African context, for those whose lives are saved by ECMO, there is a
genuine possibility of it ending up being "a bridge to nowhere," due to the absence of
State transplant programmes which perform heart, lung or heart-lung transplants.
Additionally, many short and long term complications accompany ECMO therapy,
which has the potential to impair long term quality of life. (32) These chronic medical
needs will place extra demand on the healthcare service, and the long term learning
needs of paediatric ECMO survivors may not be adequately addressed in
government schools. These complications cause ongoing suffering and harm and

conflict with the ethical principle of non-maleficence.

Although autonomy implies that patients should be able to receive the medical
treatment they choose, when the healthcare system is funded by the government
entirely, then any funding decisions about expensive therapies such as ECMO must
consider what the effect of funding such therapies will be, in terms of consequences
for other users of the healthcare service. | argue that in the case of ECMO, individual
autonomy should be limited so that funding can be channelled to health needs, which
benefit a higher number of individuals in the community. | will progress this argument

further under the next section, "Responsive Communitarianism."
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3. Responsive Communitarianism and ECMO in South Africa

In this chapter, | argue that any decision-making about the allocation of medical
resources cannot be considered separately from what may be deemed to be a
community's collective social responsibility. Furthermore, when the issue considered
is the relevance and need for funding an ECMO programme within the government-
funded healthcare system, consideration must be given as to how such a decision
will impact both the functioning of the existing healthcare service, as well as how its

implementation will impact the society in general.

3.1 Communitarianism

Whitehouse makes the point that, in its original form, the field of bioethics concerned
itself with society as a whole, including all the parts that make it up, as well as the
environment in which we live and work (46). Over some time, however, somehow,
this broad scope of bioethics has narrowed. The consequence is that bioethics has
developed an almost myopic focus on autonomy and the best interests of the
individual predominantly and occasionally at the expense of all else. Whitehouse
emphasizes that "Bioethics as a profession needs to shift its gaze from principles
such as autonomy and professional recognition to relationships in community,

intuition and public and environmental health." (Page 30)(46)

Callahan explains how communitarianism views society by using the analogy of an
ecosystem. (23) Within an ecosystem, the optimal wellbeing of that ecosystem relies
on continued healthy interactions amongst plants and other plants, as well as plants
and the environment that they live in and the animals, both small and large, which co-
habit with them. Each plant needs a healthy and balanced ecosystem for it to
remain alive, healthy, and flourish. Similarly, all human beings exist within
communities, both small and large. Communities may comprise small nuclear
families, large groups of related individuals, or even entire neighbourhoods.
Communities may also include those who are unrelated but share a common interest
such as religious groups, ethnic groups or those of similar sexual orientation. Most
individuals will belong to more than one community, with smaller communities
existing within more strong communities, which is referred to as nesting. (47) Within

each community, there will be common ideas of what constitutes a "good life," and
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these ideas may differ from community to community and even within the different
communities which an individual finds themselves "nested" in. In this way, no person
exists in isolation. Being in communities means the things which affect us on an
individual level, will also have some effect on the community at large. Likewise, the
decisions which we make as individuals do not exist in isolation and separate from

the community which we inhabit, but they affect it too.

Communitarianism is community-centred. Etzioni distinguishes between two
different types of communitarianism: 'authoritative communitarianism' and
'responsive communitarianism.'(47) Authoritative communitarianism is simplistically
explained as being the polar opposite of an autonomy-centred approach. This
approach focusses on prioritizing the community’s best interests, often at the
expense of individual desires or needs. Responsive communitarianism, however, of
which Etzioni is a proponent, tends to be a more balanced communitarian stance. It
recognizes both the autonomy of individuals, as well as the common good and needs
of the community, without compromising the needs of either. The common good is

defined as "those goods that serve the shared assets of a given community."

Responsive communitarianism advocates a more balanced, integrative approach. It
recognizes that "autonomy can only be a part of the story about how we are to live
together, how we are to make families and communities that support the growth of
love, enduring loyalties, and compassion."(Page 33) (48). In the responsive
communitarian approach, one's individuality is not erased by belonging to a
community. However, instead, the community helps an individual to grow and
develop in @ manner that the best interest of both individual and community dove-tail

together.

Griffiths and West speak of "choices that cannot be effectively made except at the
level of the community." (49)(pg. 1098) To this effect, they have proposed a
"balanced intervention ladder" explicitly about public health measures. (49) As one
moves along the ladder, there exists a continuity from measures which are
autonomy-enhancing, such as public education programmes, to those which are

autonomy diminishing, such as removing unhealthy foods or ingredients from shops.
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Most of those measures, which are autonomy diminishing, are those that are of
significance to public health, such as compulsory isolation of patients with infectious
diseases. For those actions, which are autonomy diminishing to be acceptable, the
resultant health benefits must be deemed sufficiently beneficial to both individuals

and society, in order to justify the loss of personal autonomy

Therefore, it is apparent that responsive communitarianism acknowledges that
individuals do not exist in isolation, but within entire communities. In this way, it is a
more holistic approach. The general state of health and wellbeing of these
communities has an impact on the health and wellbeing of each individual who exists
within their community. This balanced approach, combining the best interests of both
individuals and the community that they live in, with neither overriding the other, is

appealing, because of its emphasis on social responsibility and other-centredness..

3.2 Responsive Communitarianism and ECMO

The responsive communitarian approach has merit, especially when contemplating
expensive life-sustaining therapy such as ECMO. All patients who utilize the
government healthcare service benefit from a service that is well-managed and in
which resources- are utilized in a manner that provides benefit to all health users. All
patients will benefit from a healthcare system in which finances and resources are
well stewarded. Rationally, prioritising the "common good" is the right thing to do,
even if it does not necessarily benefit oneself immediately. The reason for this is
because the benefits to the community of health care system users will be impacted

positively in the long term.

ECMO is a costly therapy, as outlined in the previous section. How should the
decision about whether ECMO would be of benefit to the community at large be
made? Health economists propose that cost-effectiveness is the most crucial
consideration when deciding on which health priorities would produce the most
significant benefit to society. Health economists make use of the QALY (quality-
adjusted life year), and the CUA (cost-utility analysis) when assessing the merits of
health treatments in this way. They refer to the concept of an "opportunity cost" of a

health intervention.
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The definition of the opportunity cost of investing in any given health intervention is
"the health benefits that could have been achieved had the money been spent on the

next best alternative intervention or healthcare programme" (50) (page 1551)

Taking the opinion of the health economists alone, then the value of ECMO can be
assessed simply by assessing one or all of these cost-effectiveness indicators.
(51)(52) However, cost, utility, and life years are not the only things that need
consideration when assessing the value of medical therapy. There may be other
issues of importance to consider, from a communitarian perspective, such as
whether or not the proposed intervention has particular value because it targets
groups which have suffered significant past health loss, or whether the intervention
has potential to reduce inequalities which are associated with health, or whether the

intervention has the potential to reduce later catastrophic health expenditure. (53)

Taking into account all the issues which are of importance to any given community is
complex. In an attempt to simplify the issues of importance, it is helpful to consider
the 6-step framework proposed by Nancy Kass. This framework was initially
described as a tool to assist with decision-making when considering the
implementation of new healthcare programmes. (54). It is also helpful to evaluate the
potential value which any given healthcare programme or therapy may provide to

communities and, in this way, links into the responsive communitarian approach.

The six-step framework consists of the following steps:
What are the health goals for the programme (for the public)?
How effective is the programme in reaching its goals?
What are the known or potential burdens of the program?
Can burdens be minimized? Are there alternative approaches?
Is the program implemented fairly?

How can the benefits and burdens of the program be fairly balanced?

Using this framework suggested by Nancy Kass, it is possible to apply these six
questions to assist with deciding whether an ECMO programme should be
implemented in government hospitals. (54)
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Health Goals of Programme.
The health goals for the ECMO programme can be inferred from existing
programmes elsewhere. (55) These would include: supporting the heart and lungs

or lungs only of patients with reversible life-threatening conditions.

Potential burdens of programme

There are numerous potential burdens of the programme: the most significant being
the financial cost of such therapy, which | have outlined in the previous section. The
therapy is also human resource-intense — requiring specialized doctors, as well as
ICU nurses and perfusionists, trained in overseeing the therapy. The incidence of
concomitant morbidities is also significant, and patients on the programme may need
other organ support, such as dialysis and mechanical ventilation. As previously
mentioned, the length of stay in ICU and, therefore, bed occupancy may be a long

duration.

Efficacy of programme

In terms of programme efficacy — as previously mentioned, best outcomes occur in
centres which perform large numbers of ECMO runs (>30 per year) (2), which would
mean that successful programmes would require high numbers of patients to get
"good" outcomes. What constitutes "good outcomes" at present is an overall survival
to discharge remains around 50%, which means that patients have a 1 in 2 chance of

dying even with the ECMO therapy.

Can programme be implemented fairly?

Such programmes would only be able to be implemented in hospitals that have the
required support services. Very few hospitals would be capable of supporting such a
programme. Access to such therapy would only be available to those who can
access these hospitals. Since the therapy is time-sensitive, some would not be able

to access ECMO even if they need it and would potentially benefit from it.

It is clear that using this 6 step framework, an ECMO programme would not be
justifiable when considering the needs of the community. Despite this, there is
continued support for ECMO, even though mortality rates for this therapy are high.
This is likely to be because these patients are the most desperately ill of all — the
dying. 29



It is this severity and the sudden threat to life, which has resulted in ECMO receiving
support as a health priority in developed nations. However, | would argue that it is
not appropriate to allow the severity of the illness to skew health priority setting in this
way — that those who are most ill have the medical interventions which they need
prioritized, even when by comparison to other interventions which may be more

productive, they underperform.

The field of medicine, Etzioni notes, tends to be "overwhelmingly non-communitarian
in the sense that it rarely concerns itself with the common good" (47) (page 18). This
is true. Medical practitioners tend to revel in progress within the field of medicine and
place their focus on personal achievements and progress. This general attitude and
approach drive the implementation of programmes like ECMO in lower-middle-
income countries, which still need to achieve the goals of implementing essential

health interventions.

It is not only medical practitioners who are to blame for pushing the agenda of novel
and exciting (albeit expensive) therapies. In surveys of public opinion, non-medical
people too, highly value those interventions which are life-saving for severely ill

patients, even when they may not be cost-effective. (56)

In summary, responsive communitarianism advocates a rational decision-making
process, as opposed to moral dialogue. Instead, when it comes to decisions about
therapies that extend life or save a life, a "threat to life cannot be the sole condition of
priority. Sometimes interventions with marginal benefits and extremely high costs
should not be prioritized". (53) The collective effect of such expensive therapies on
the community at large needs to be considered. The answers to Nancy Kass's six
questions, as discussed above, demonstrate that the responsive communitarianism
approach would not advocate the implementation of expensive therapeutic
interventions, which are neither cost-effective nor fair (not all members of the
community can access them). Instead, resources would be more appropriately
distributed to health interventions that are accessible to a greater number of
individuals within the community, and which results in better outcomes for the cost

incurred.

30



4. African Moral Theory (Ubuntu) and ECMO in South Africa

Ubuntu presents us with an ethical perspective that is common to many African
cultures and has much in common with responsive communitarianism. Just like
responsive communitarianism, it too emphasizes the importance of the wellbeing of
the entire community and the common good of all participants in society. (57) Ubuntu
is a distinctly African moral theory, and even though it has much in common with
responsive communitarianism, its distinct African origins, and the five pillars of which
it comprises, make it essential to consider when engaging with ethical dilemmas in
African communities. In particular, the emphasis on the dignity of each person is

unique to Ubuntu.

The five pillars of Ubuntu, as proposed by Himonga, are community,
interdependence, solidarity, dignity, and responsibility. (58) I will discuss each of
these in turn, before explaining how they would likely influence decision-making

about the appropriateness of ECMO in state healthcare institutions.

4.1 _Community
Ubuntu emphasizes the importance of relationships and community. Additionally, the

ethical theory recognizes that all human beings exist "nested" within multiple
community groups — both large and small. These relationships and communities are
not only meaningful because they are necessary for survival and meeting physical
and emotional needs, but also because it is through these relationships that one
becomes a complete person. Desmond Tutu explained Ubuntu as the idea that "a
person is a person through other persons." (59) Elsewhere it is explained that being
an individual must include being with others. Human relationships within the
communities that people live and work in are considered to be the essential

foundation of the Ubuntu philosophy.

4.2 Interdependence

The Ubuntu ethical theory emphasizes interdependence as opposed to the
independence of individuals. Members of interdependent social communities tend to
view the communities or groups which they are a part of as extensions of
themselves. (60) Within these types of communities, there is an emphasis on social

responsibility and common purpose. 31



Maintaining harmony amongst the members of the group is essential, as is showing
mutual respect for one another and prioritizing the needs of the collective.
Cohesiveness and unity of the group, as well as a social duty, is emphasized and

valued in these kinds of communities.

According to Ubuntu, the freedom of one individual is relative to the freedom of
others within the community. In this way, one's autonomy is not cancelled because
one belongs to a community, but instead, there exists a balance between individual
autonomy and the wellbeing of the community. Accordingly, the priorities set within
any community would be to attend to the needs of the community at large — those
things that are both directly good for the members of the group, as well as those
things which help them to lead better and healthier lives. Therefore, the priorities of
health institutions and policies, according to Ubuntu, would be to focus on helping

each individual to live full, healthy, dignified lives.

4.3 Solidarity
Solidarity is defined as "unity or agreement of feeling or action, especially among

individuals with a common interest." (61) Social solidarity is the social bond that
unifies human beings together in an association which they agree and consent to be
a part of, and which is of importance and value to themselves. (62) Within these
groups, there is a shared concept of what is perceived to be "common good," and
there is an implicit understanding that each member of the group will act on behalf of

the group as a whole, or each other, to achieve the recognized common good.

4.4 Dignity
Ubuntu particularly emphasizes the inherent dignity of each human being, and this

dignity comes from the relationships within a given community. (63)

In S v Makwanyane and Another (CCT 3/94)(64), the Constitutional Court of South
Africa ruled that capital punishment was incompatible with the constitution's
affirmation of human rights. In this constitutional court judgement, reference was
made to Ubuntu and, in particular, to the way that Ubuntu recognizes that each
human being is entitled to dignity, respect and that each human life carries value.
(64)
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Similarly, each person within a given community must treat the other members of that

community with dignity and respect, and recognize the value of human life.

4.5 Social Responsibility

The concept of social responsibility is the obligation in which members of a society or
community have to act in a manner that produces benefits for the community at
large. Each member of a community has some duty and responsibility to make sure

that they contribute to the common good.

Therefore, with the understanding of how community, interdependence, solidarity,
dignity, and responsibility underpin the normative ethical theory of Ubuntu, | argue
that the priorities which Ubuntu would emphasise when considering the
implementation of ECMO programmes would be first, community consultation,
secondly ensuring that decisions taken do not undermine the dignity of patients
within the healthcare system, thirdly, using resources rationally to maximise
communal benefit, and finally, prioritizing those interventions which would maximise
the health of the population. Such interventions would not be limited to healthcare
alone but would include all aspects of what is required for people to live full and

healthy lives.

4.6 Community consultation

Community consultation would be a priority to understand how communities view
expensive life-sustaining therapies such as ECMO. This nature of community
consultation and engagement is the first principle of the Batho Pele principles. (65)
There is no published data about how South African citizens feel about the so-called
"rule of rescue" — which is the use of medical resources to rescue the most ill
patients. However, In the UK, the NICE citizen's council report about the viewpoints
of ordinary citizens and the "Rule of Rescue" in the context of healthcare resource

allocation is valuable to read. (56)

Most of the ordinary citizens on the NICE citizen's panel accepted the Rule of
Rescue and agreed with the preference for saving the lives of those who were
immediately at risk of dying, over saving many future lives through public health
prevention programmes.
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Most, however, agreed that the application of the "Rule of Rescue" should be within
certain limitations and proposed factors for the NHS to consider when deciding when

to apply the "Rule of Rescue."

The detailed viewpoints expressed by this group of lay individuals who contributed to
the NICE citizens council report shows quite clearly that amongst such ordinary
citizens there is a tension that exists between wishing to do what they feel is the right
thing to do (rescue the most ill and desperate) and the desire for a utilitarian
stewarding of available health resources (doing the most considerable amount of
good for the highest number of healthcare users). The impression gained from the
document is that ordinary citizens felt that while there should be some special
attention to those who are the most ill and who need expensive therapies, at the
same time, such therapies should be cost-effective, should not produce burdensome
costs to the national healthcare system, and therefore to society at large, and there
should be a significant improvement to the recipient's quality of life for the national

healthcare service to consider funding them.

These suggestions are sensible and rational. If these suggestions are applied to
ECMO in South African state hospitals, then this therapy should not be provided
because, as previously argued, it does produce burdensome costs to the healthcare
system, and therefore to society at large. Additionally, the survival outcomes are
inadequate for such a costly therapy, and survivors may subsequently have a worse

quality of life after the therapy.

4.7 Prioritizing Dignity

Qobo says, "People should be placed at the beginning, centre, and end" when it
comes to making decisions. (Pg. 426 ) (66) Ubuntu mandates that all decisions about
healthcare resource allocation should be mindful of the fact that all human beings
have inherent worth and value and deserve personal treatment that is dignified and
respectful. Human beings should not be treated as a means to an end in decision-

making.

My interpretation of this is that Ubuntu would want every human to have access to

the best medical care possible. 34



However, as | have already discussed in the first section of this manuscript, there are
limitations to what can be provided, and this is a fact that cannot be ignored. So how
does the Department of Health make the best decisions about public health policy,
allocation of resources, and funding priorities within the framework of Ubuntu? |
argue that indeed, this would mean that many of the more technologically advanced
and expensive medical therapies cannot be implemented without first addressing
those basic needs which are essential to the good health of a population - clean
water, sanitation, access to uninterrupted supplies of chronic medication, eye care,
nutrition, mental health services. That is not to say that these sorts of public health
interventions should be the only priorities. Access to intensive care services and life-
sustaining therapies is also necessary. However, it is not rational to have the latter

without providing the former.

Treating patients with dignity also includes not causing unnecessary suffering — by
prolonging life where there is little chance of a successful outcome, and denying
them a dignified death. In the case of ECMO, instead of allowing patients to die with
dignity and minimal suffering, these patients would instead be subjected to
uncomfortable invasive procedures, be heavily sedated such that they are unaware
of their surroundings, their bodies subjected to numerous procedures and artificial
machines to possibly recover, but with no likelihood of organ transplant should they

survive.

4.8 Maximising communal benefit

Recognizing that all the health needs for every person cannot be accommodated for,
all the time and that there are limitations to what the government healthcare service
can financially afford to provide, difficult decisions concerning what can be funded or
not, need to be made. | argue that Ubuntu would prioritise funding for those
therapies which maximise the benefit to the community's wellbeing and produce the
most considerable number of healthy members of the population. With this in mind,
rationally, it is not possible to justify implementing ECMO programmes which are very
expensive, save very few, at a high cost, and with considerable morbidity. It would
be more prudent to channel such funding to medical interventions, which are less

costly, provide better outcomes, and help a higher number of individuals.
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In summary, Ubuntu emphasises the dignity and worth of each human life — and
accordingly, actions that potentially prolong life but do so at the expense of one's
dignity or depriving others in the community of a dignified life, are not acceptable.
Decisions taken should take into account the wishes of the community and should
maximise the benefit to any given community. Accordingly, Ubuntu would not
consider ECMO to be a priority for healthcare funding, where its funding ends up
burdening the community without providing significant benefit to the quality of life of

recipients.
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5. Addressing the arguments in favour of providing ECMO in South Africa.

In the first three sections, | have outlined the current state of critical care services in
South Africa, as well as argued the case for not implementing ECMO programmes in
South African government hospitals, using the normative ethical theories of
Principlism, Responsive Communitarianism, and Ubuntu. In this section, | will now
address some of the arguments given in favour of providing ECMO services in South
African State Hospitals. The three main arguments usually presented are first, that
doctors working in ICU's have a moral obligation to provide the best care to patients,
in line with international standards. One of the premises of this argument is that
increasing the provision of ECMO may improve overall outcomes over time.
Secondly, that the "rule of rescue" mandates helping the most ill patients. Finally,
the argument that is not providing an ECMO service in state hospitals will increase
the disparity of care, which currently exists between private and state-funded

healthcare services.

5.1 The obligation to provide "best care."

This has been one of the more compelling arguments provided in support of ECMO
in state hospitals and is also the reason why ECMO has gained such momentum
within the critical care community over the last decade. (13) With the increased
utilization of this therapy, more and more data and studies about ECMO and its
outcomes are being published and presented at international congresses and in
peer-reviewed journals. Additionally, the uses of ECMO have expanded significantly,
to include things such as E-CPR which is ECMO that is placed during CPR for
patients who have had cardiac arrests, as rescue therapy for the stopped heart.
Stories from survivors appear in popular newspapers and magazine articles and are
re-told at medical congresses, generating awe and wonder at modern technological

advancements from laypeople and doctors alike.

It is therefore unsurprising that intensivists working in the ICU, being advocates for
their patients, would want to have access to this kind of therapy — which can save the
most desperate, dying individuals and gift them with life. Also, many of these
intensivists would argue that there is an obligation to provide medical therapy, which
is in line with the best clinical practices and international standards of care.
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They argue that the government healthcare system can indeed afford such therapy if

it were to manage the monetary resources efficiently allocated to them.

| agree with this argument in part — that intensivists do have an obligation to provide
the best standards of care to their patients and that they should strive to provide
patients with the highest standards of clinical practice, based on medical evidence.
However, there is also a need to be rational and understand that there is a
relationship that exists between the obligations of medical doctors and the means
available to them to fulfil such obligations. Immanuel Kant reminds us of the ethical
imperative that "ought implies can," and where there is no means or ability to do so,
then we are not obligated to fulfil the "ought." (67) This means that if resources,
financial or otherwise are limited to the degree that we are unable to fulfil our
obligations to our patients, there are limitations to what we can provide. This is also

the case where conflict exists between equally weighted obligations.

Additionally, as mentioned previously, the issue is much more complicated than
ECMO being able to keep a person alive. It is necessary to be mindful of the cost
incurred to both the patient and the community for a life saved — the morbidities
which result from the therapy, and the ongoing medical and supportive requirements

that these patients need.

The responsive communitarian approach reminds us that in any healthcare system,
the wellbeing of that system should be the concern of everybody. Those physicians
caring for patients in the ICU have obligations that extend beyond just the care of the
patient in front of them. There are obligations upon all those within the healthcare
system — both users as well as providers and administrators, to steward the
resources in a manner that benefits the most considerable number of healthcare

users as possible.
Healthcare administrators and the provincial and national governments also must not

waste financial resources but to administer them in a manner where they are

stretched to provide maximum benefit.
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5.2 The "rule of rescue."

| have referred to the "rule of rescue" earlier in this report. The "rule of rescue" is a
social value that mandates that we "must attempt to rescue an individual when that
individual's death is imminent." (68) Jonson coined this term, and he elaborates in
the following way:
We throw a rope to the drowning, rush into the burning buildings to snatch the
entrapped, dispatch teams to search for the snowbound. This rescue morality
spills over into medical care, where our ropes are artificial hearts, our rush is
the mobile critical care unit, our teams the transplant services. The imperative
to rescue is undoubtedly of great moral significance, but the imperative seems

to grow into a compulsion, more instinctive than rational. (68) (Page 174)

Jonson goes on to argue further that the "Impulse to rescue is almost always well-
intentioned; however, it is not always rationally or ethically defensible" (68) (page
174) | fully agree with this statement, and also, argue that there is no ethical
obligation to follow the "rule of rescue." There is no moral directive to save the
sickest when more benefit could be done for more people with the same resources.
While it may be morally admirable and well-intentioned, as well as displaying the
virtues of kindness to rescue desperate individuals, it is not rational. Hope says that
those who would choose to rescue one individual over several demonstrate a

‘callousness' and 'lack of imagination."™ (69) (Page 182)

There are some, such as Schone-Seifert, who argue that the rule of rescue may
become acceptable in certain instances, for example, when the victim is identifiable,
and there is a risk of acutely impending death, and the intervention has a reasonable

chance of resulting in survival with excellent outcomes. (40)

According to the principle of justice, however, ethical decision making is required to
be neutral. There should be no role for partiality. When considering the importance
of the wellbeing of the entire community, as valued in the responsive communitarian
and Ubuntu normative ethical theories, then justice is of great importance, especially
when faced with making decisions that have ramifications for entire groups of

individuals in the context of limited resources.
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Cookson et al. argue that the state does not have an obligation to pay for any life-
saving benefits and that not doing so does not violate their human rights in the same
way that not providing them with access to essential healthcare services, for
example, would be. He argues that " resource constraints are likely to prevent any
Rule of Rescue from assuming the rigidly inviolable character of a human right, as it
will never be possible to afford all technologically feasible medical rescues”(70)(Pg.
543)

Therefore, the "rule of rescue" is not absolute, and justice requires impartiality in
decision making. So why do physicians feel the moral imperative to rescue so
profoundly? Possibly because there are special obligations placed on doctors by
society to do whatever they can to help their patients who are in need as a result of
the special relationship and history that exists between them. However, this virtuous

inclination to save patients should not allow irrational behaviour. (40)

The Department of Health, as the funder of the healthcare budget, has to serve the
entire population. Furthermore, while 'care ethics' may say that doctors have a
special relationship to their population, the same is not valid for national departments

and policymakers.

Another reason why the "rule of rescue" is irrational is because death is a certainty
faced by all people eventually — and for each person at the end of their lives, their
deaths are "imminent." Therefore, "imminent death" is neither exceptional nor unique
to be experienced by a few, but rather, something we will all face. (70) Hope reminds
us that "no treatment is, strictly speaking, 'life-saving' since none of us is immortal.

Treatments are at best 'death postponing™ and so to this effect, the rule of rescue

should be rejected in determining the allocation of health resources."(69) (pg. 181)

Following on this, instead of the "rule of rescue," perhaps our thoughts should be
reframed from "leaving someone to die" but instead to "not removing the risk of
dying." When contemplating providing expensive life-sustaining therapies, the
questions we should ask are not "what is the worth of human life?" but rather "what is

the worth of preventing death?" (71)
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Additionally, adhering to the rule of rescue would be discriminatory against those
"statistical victims" who are faceless. Cookson argues that it is unfair to arbitrarily
discriminate in favour of those who are facing immediate danger and are visible and
easily identifiable and discriminating against those who are not known but who may

need assistance in the future. (70)(71)

In summary, there is no moral imperative for physicians and healthcare policymakers
to adhere to the "rule of rescue" when it conflicts with other ethical principles.
Additionally, following the 'rule of rescue" is irrational as well as not in keeping with
the ethical principle of justice and can even be argued to be unfair and
discriminatory. Therefore as an argument in favour of providing ECMO therapy, it

fails.

5.3 Non-provision of ECMO increases disparities amongst private and public

healthcare users.

Another argument in favour of providing ECMO in state hospitals is that because
ECMO is already available in private hospitals, not providing it to state patients will
serve to increase further the disparities which exist between public healthcare users
(more impoverished individuals) and private healthcare users (wealthier individuals)
(20) Part of the vision and drive for the National Health Insurance Bill in South Africa
is the desire to create a healthcare system that does reduce these inequalities and
gives access to all South Africans, the healthcare services they need. Many would
argue that this would mean that the same therapies, such as transplants, ECMO,
expensive immunotherapy for cancer, should be provided to government healthcare
users too. This is undoubtedly an admirable, albeit lofty aim. In its current proposal,
the NHI Bill proposes a "Formulary" of therapies and treatments which will be
provided, although no details are available as to what will be included in this
formulary. (72) Universal health coverage will probably be limited in terms of what
hyper-expensive therapies it will be able to provide to its citizens, including hyper-
expensive therapies such as immunotherapy and second-line chemotherapy drugs.
Medical schemes will likely continue to provide these more expensive complimentary

services to those who can pay for them.
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Within the healthcare system as it exists in its current format, however, | argue we
cannot pretend that the disparities between the public and private healthcare sector
are not already enormous and that the state budget is woefully inadequate to
manage the current demands of the healthcare service as it is at present without
adding in the additional expenses of these kinds of hyper-expensive therapies. That
is not to say that the inequalities do not need redress; however, it would be more
rational and prudent to recognize that the best approach would be to utilize resources
to minimize these inequalities in the areas which are most likely to have the most
significant impact on the health of the population as a whole, and on the highest
number of healthcare users — to this effect, channelling resources into the
management of chronic illnesses such as diabetes and hypertension, screening and
early diagnosis of cervical and breast cancer, good antenatal care, better
immunization coverage, and ensuring uninterrupted supplies of medications such as
essential drugs, antibiotics, and antiretrovirals. Other public health initiatives such as
reducing teenage pregnancy, improving the number of communities with safe
drinking water and sanitation, and addressing prevention programmes for trauma

such as burns, drownings, and road traffic accidents, are also important.

In summary, in this chapter, | have argued that while intensivists should aspire to
provide the highest standards of care to their patients, a pragmatic approach requires
recognition of the limitations in which medicine is practised in South Africa. Also, |
have shown that there is no moral imperative to adhere to the "rule of rescue" when it
conflicts with other ethical principles. Finally, | acknowledge the need for a redress of
the inequalities which exist between the current private and public health services.
However, | have argued that resources would be better allocated to public health

initiatives, rather than in the implementation of ECMO programmes.
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Conclusion

In conclusion, | have provided a summary of the current place, which ECMO
occupies in the international critical care community, and how the interest in this

therapeutic modality has been kindled amongst critical care physicians locally.

Additionally, | have outlined the current state of healthcare services in South Africa
(this may change in the event of the NHI being implemented nationally). In particular,
| have highlighted the burdens incumbent on the existing healthcare services.
Whether or not the Department of Health is doing an excellent job of how it manages
its financial resources is beyond the scope of this report. It is notable, however, that
the Special Investigation Unit's report Proclamation R21 of 2010 published on 14
May 2010 and released on 29 March 2017 to the public, reported more than 1.2
billion Rands spent on irregular, fruitless, wasteful and unauthorised expenditure by
the Gauteng Department of Health. (73)

Considering this current state of affairs, | would argue that even if one believes that
NHI will be implemented nationally soon, ECMO should not be on the available
offerings from the National Health Department. In the arena of critical care services, it
is clear that the department of health needs to make progress in terms of expanding
infrastructure available for critical care services, as well as producing more critical

care trained nurses to support the anticipated expanded resources as priorities.

This position is supported by the normative ethical theories of Principlism,
Responsive Communitarianism, and Ubuntu (African Moral Theory), as | have
argued. ECMO is both a scarce and expensive, life-sustaining therapy. The
government does not have a moral obligation to provide this expensive, life-
sustaining therapy to all citizens, even if it is an effective therapy and is available to

those who can pay for it in the private healthcare sector.

Finally, | would like to concede that while the current circumstances within the
National Department of Health should not allow ECMO as a therapeutic offering, the
idea of a public-private partnership with financial support from private business
entities to fund such expensive services as ECMO, transplants, and other hyper-

expensive therapies to the population at large, is appealing. 43



Should this route be pursued, then it is clear from the available literature that ECMO
should be performed in the first instance at dedicated ECMO centres where there is a
concentration of skills and expertise to ensure the best possible outcomes as well as
the lowest cost. Also, explicit guidelines would need to be developed, restricting the
therapy to those who are likely to have good outcomes, as suggested by Schone-

Seifert, those with expected reasonable outcomes.

As things stand, however, the provision of ECMO is ethically unjustified in South

African public hospital intensive care units at this point.
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