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Abstract

The current exclusion criteria for accessing renal dialysis in South African
public hospitals places great emphasis on the allocation of scarce
resources. The case of Soobramoney at the Constitutional Court
highlighted the ethical and legal implications of providing this scarce
resource. Mr. Soobramoney was denied access to renal dialysis on the
basis of scarce resources and he did not qualify for care due to not meeting

the criteria set for renal care.

The Soobramoney case was considered mainly on the basis of scarce
allocation of resources and offering treatment on an emergency basis. I
was argued by the appellant that the state had an obligation to provide him
with the treatment in terms of s 27(3) read with s 11 of the Constitution
(para 14). This :.m_n.on takes a different slant and looks at the quality of life
argument for increasing access to renal dialysis for those denied it based

on current South African protocols.

in exploring this concept one would venture to offer a definition of ‘quality of
life’ according to Brown as an overall sense of well-being. This includes an
individual's satisfaction with their own lives (Brown, 2007: 72). A health

related quality of life extends the definition to include the way a um.qmo:,m



health affects their abifity to camry out normal social and physical activities

(ibid).

A case is made for increasing access by developing programmes to cater
for those in need of enhancing their quality of life. This is what is being
motivated for in cases similar to Socobramoney, especially those with co-
morbid disease. The quality of life argument is based on the fact that there
are indications in literature that patients with end-stage renal disease rate
their own quality of life to be as important as the quality of life of the general

population.

Furthermore, there is no indication that the elderly live more miserable lives
when they are on dialysis. The idea of respect for persons is highlighted -
respect for the autonomous choices patients make concerning how they

live their lives and including respect for them towards the end of their lives.

Finally, | reflect on some legal issues concerned with the Soobramoney

versus the Minister of Health Kwa-Zulu Natal 1997.
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Chapter 1

1.1 Introduction

Kidney doctors lost their innocence in 1960 {Friedman, 1993: 1204-1205).
We are informed that the words, ‘prioritising, rationing and exclusicon’, which
were previcusly alien to the lexicon of renal medicine, were introduced.
Before this period, patients suffering frem acute renal failure were doomed
to death. The advances in renal medicine and the introduction of
haemocdialysis, we are told, led to the dilemmas we are facing today in
treating patients with renal failure’ {ibid: 1204}. Friedman quotes Scribner

and his dialysis team in Seattle, emphasising this dilemma:

... the power to forestall death in cases of renal failure
raised troublesome issues of who would be freated and
under what circumstances. Never before in the practice
of medicine had the physician’s decision on treatment so
clearly been converted info a choice of life or death, as

governed by policy, resources, and long-term budgets

According to the last published Nephrology Report compiled by a group of

academics from several universities in South Africa, the prevalence of



chronic renal failure is unknown in the country {Moshesh, ef af. 2003: 1). In
the South African circumstances, the problem is exacerbated by the
limitation of resources leading to ethical problems a few of which | will
explore in this research repori. | will give a critical ethical analysis of the
current government policy of rationing access to renal dialysis and kidney
transplant to patients with end-stage renal disease. | will consider concepts
like prioritising, rationing and exclusion. | will overview the problem of
chrenic renal failure in South Africa reflecting on such issues as socio-
economic factors, disease prevalence, management protocols _”_:n_:a_:u

treatment options) and constraints e.g. funding and access.

This will be done by mainly reflecting on the now famous Soobramoney
case. | will look at the ethical and legal implications emanating from this
case. This will help us appreciate the problem of justice, health rights and
allocation of resources in the light of budget limitations in the South African

public hospitals.

1.2 The Socbramoney Case

Mr. Thiagraj Soobramoney was a 41 year old unemployed man, who was
diabetic, suffered from ischaemic heart disease and cerebrovascular

disease which caused him to have a stroke during 1896 ( Socbramoney vs.

Minister of Health,97: 1}. In 1996 his kidney also failed and thus had end-
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stage renal disease. Mr Soobramoney’s only hope for survival was then
regular renal dialysis. He went to Addington Hospital, a public hospital in
Durban for treatment but was denied treatment. He had earlier made
arangements to receive dialysis treatment from private hospitals and
doctors, but when his funds were depleted, he was obliged to go to public

hospitals.

The hospital said according to its treatment protocol, based on limited
facilities, the patient did not qualify for regular renal dialysis. Mr
Soobramoney approached the courts for redress. The hospital, in its
argument before the court, stated that it did not have resources to provide
dialysis treatment for alt patients suffering from chronic renal failure. Their
specialist in nephrology, Dr. Naicker told the court that additional dialysis
machines and more trained nursing staff were required to enable it to do
that. That could only be done if its budget was increased. This was however
not possible as the provincial health department did not have funds for the
service. The hospital had been following a set policy in regard to the use of

dialysis machines {ibid: 15).

The healthcare budget as a percentage of GNP in “so-called developing”
countries ranges from 0.8% to 2% compared to 10-15% in the developed
world (Rizvi ef al, 2007: 211). Most of the hospitals do not have the

necessary nurse-patient ratios as there is a dire shortage of nurses in the

11



country. Naicker reports that work done by De Vecchi, ef al. (1999)
indicates that the percentage of dialysis compared to the :mm:.: budget is
1.8% - in Belgium, 0.7% in the UK and 7.3% for the US Medicare
programme. She also informed the congress in Durban that according to
the Bellagio Conference the cost of haemedialysis is 40 00-60 000 US
dollars in the US and 100-200 US dollars per session in African countries
(ISN Bellagio Conference, 2004).2 In South Africa it costs 100-200 US
dollars in private but access is free in the public service based on the

exclusion criteria mentioned previously.

The patients who suffered from acute renal failure and could be remedied
by renal dialysis had automatic access to renal dialysis. Those who
suffered from chronic real failure like Mr. Soobramoney did not have
automatic access to the programme. The guidelines stipulated that only
those with end-stage renal disease {ESRD) and eligible for kidney
transplant could be benefit from renal dialysis. Eligibility meant that a
patient must be free of significant disease elsewhere, for example,
ischaemic heart disease, cerebro-vascular disease, chronic liver disecase
and chronic lung disease. The preferred management of ESRD is renal
dialysis and renal “replacement therapy. In “so-called developing” countries
such as South Africa, the goal of the treatment options has been to ‘have a

circumscribed chrenic dialysis program, with as short a time on dialysis as

! From Naicker presentation at Renal Congress, Durban, 2008
? From Naicker presentation at Renal Congress, Durban, 2008. {ISN —International Society of
Nephrologists)
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possible, and to increase the availability of transplantation (both living
related and cadaver) (Maicker, 2001: 263). As Mr Soobramoney was
suffering from ischaemic heart disease and cerebro-vascular disease, he

did not qualify for a kidney transplant.

[1 15

L

The argument used before the courts were based an the provisions of the
South African Constitution of 1998. Section 27(3) of the 1996 Constitution
makes the following provision: “No one may be refused emergency
treatment”. Section 11 stipulates that ‘Everyone has the right to life’. Mr
Socbramoney had expectations, lke all South Africans living in a now free
and democratic society, that the state had an aobligation to provide certain
basic services to its citizens. In the Bill of Rights in Section 27, the

Constitution makes the following provisions:

S 27. "Healthcare, food, water and social security”

(1) Everyone has the right tc have access to—

(a) Health care services, including reproductive health care

{b) Sufficient food and water; and

{c) Social security, including, if they are unable fo support for themselves
and their dependants, appropriate social assistance.

(2) Further, "The state must take reasonable legislative and other
measures, within its available rescurces, to achieve the progressive

realisation of these rights.

13



(3) No one may be refused emergency medical treatmenf’ (my italics

added).

Mr Socbramoney contended that as a patient suffering from terminal illness
and as such requiring renal dialysis to prolong his life, the state had an
obligation in terms of Section 27(3) tc provide him with the service. He
expected the state to provide funding and resources necessary to

discharge the obligation.

In presenting judgement of the Constitutional Court judges, Judge P.
Chaskalson argued that the appellant requested recourse from the courts
on the basis of Section 27{3) which required him tc be treated on an
emergency basis. As the appellant’s condition needed regular renal
dialysis, not to secure his life, but to prolong it, he did not qualify in terms of
the provision of the section. The hospital had argued also that to put Mr.
Scobramoney on renal dialysis would deny other more deserving patients
who qualified in terms of the criteria set by the Renal Unit of the hospital. It
was stated that by using the dialysis machines in accordance with the
guidelines, more patients would have benefited than would be the case if

they were used to keep alive persons with chronic renal failure.

With this approach the outcome was said to be more beneficial as it was

directed at curing patients and not simply maintaining them in a chronically

14



ill condition, the court documents indicated. The court ruled that he did not

qualify and Mr. Socbramoney lost the case.

A second judge, Mr J Madala sought to consider the case on a different
angle aftogether, whilst concurring with Judge Chaskalson's conclusion

however.

Justice Madala locked at the provision of the Constitution dealing with
Section 11 — the right to life, which the appellant’s lawyers placed before
the court in his oral submission. Judge Madala asks the question, ‘Should a
doctor ever allow a patient to die when that patient has a treatable
condition?’ (ibid: 23). He says in the context of Mr. Scobramoney’s case,
the question to be answered is whether everybody has the right of access
to kidney dialysis machines even where resources are limited

(Socbramoney vs. Minister of Health,97: 23).

He further goes on to say that the provisions of the Constitution are
forward-looking; these provisions are ideal and scmething to look forward
to. The guarantees are noct absolute, he maintains, but may be Iimited. In
his judgement he states that the Constitution states in so many words that
the state must take reasonable legislative and other measures, within its
available resources to achieve progressive realisation of each of the rights

mentioned therein. He says that the Constitution does make an admission

15



that it cannot solve all of society’s problems ovemnight, but must continue

trying to resolve all of society's woes.

As mentioned in the arguments placed wmaq.m the couri, he also concurs
that one of the limiting factors in attairing these goals is limited or scarce
resources. In other words, in the present situation in South Africa, the
limited haemodialysis facilities, both machinery and personnel constituted

limited or scarce resources thus, Soocbramoney‘s case was denied.

Judge Albie Sachs also gave a separate judgement, whilst agreeing with
both justices Chaskalson and Madala. He contends that the ‘raticning of
access to life-prolonging resources is regarded as integral to, rather than
incompatible with, a human rights approach to healthcare’ in all open and
- democratic societies. He avers that lack of principled criteria for regulating
access to resources could lead to more difficulties than if none existed. He

quotes a UNESCO publication to emphasise this point:

Even in the industrialised nations where public {tax-
supported research has made a private biocmedical technology
industry possible, the literal provision of equal access to high
technology care, utifized more often by the elderdy, would
inevitably raise the level of spending to a point which would

preciude investment in preventive care for the young, and

16



mainfenance care for working aduffs. That is why most
national health systems do not offer, or severely ration {under
a variety of disguises), expensive technological care such as

renal dialysis or organ transplant’ {(Brody, 1993).

He further states that if governments were to confer any benefit on any
person unless it was to give equally to everyone else, the resultant option
would be to offer the benefit to nobody. This would be disastrous he said

(ibid: 32).

To ‘reflect’ in an ethics contexd, means to think, ponder, or meditate, on an
issue which has been brought to one’s attention, for example, fo reflect on
one’s virtues and faults (Ado 19380: 74). My refiection in the context of the
Socbramoney case means that | will consider it in its particular time and
place, identify issues that were raised by the court and reflect back on them
to see how the case impacted on the life of the claimant. This will also
include identifying issues that the court failed to raise believing them to be
irrelevant or simply non-issues in a legal sense. In doing this, | will
demonstrate that perspectives of law and ethics are often quite different. |
hope to show that there were flaws within the judgement made in the
Socbramoney case. | will draw cut points which | hope will demenstrate that

there are many ways of locking at a problem and that the ethical issues |

17



raise may serve to provide further insight into the myriad of difficulties faced

in decisions surrounding kidney dialysis and treatment.

In the next two chapters | will look at the case from legal and ethical
perspectives respectively. | will then offer a refiection on the case. In my
concluding chapter, | propose recommendations. Now let us turn to the

Socbramoney case in which | provide a broad legal analysis.

18



Chapter 2

2.1 Legal Analysis

‘The Soobramoney case was the first socio-economic rights case to reach
the Constitutional Court.” {(Hassim et al, 2007: 35) The author goes on to

indicate that the state went on to defend this case successfully also.

As stated above, Mr. Soobramoney approached the Court seeking access
to a renal dialysis service in the public sector hospital at the expense of the
state after he was unable to fund this service at a private hospital. This
service is provided for at state hospitals at state expense for those who
satisfy strict medical criteria. Mr. Soobramoney did not meet these criteria
and could not be accommodated at state hospitals for this reasen. He

needed medical eligibility for a kidney transplant to qualify for renal dialysis.

Mr. Soobramoney was unsuccessful at the Durban High Court, so he
approached the Constitutional Court appealing his case challenging the
denial of access on the basis of two constifutional rights (ibid: 35). These
are the right to life in section 11 and the guarantee in section 27(3) that no
person may be refused emergency medical treatment. The Constitutional
Court decided that his claim had to be considered under section 27(2} that
sets out the state’s positive duties regarding the provision of health care

services. In the Court's view, the state had indeed complied with section

19



27(2) constitutional duties because the guidelines according to which
access to renal dialysis is limited are reasonable, and in Sochramoney's
case, had been applied fairly and rationally. His claim was therefore
dismissed. A week later he died from renal! complications (ibid: 35).

The criteria for access to renal dialysis as set by the Department of Health

in South Africa are as follows:

2.2 Exclusion Criteria for Renal Dialysis in South Africa

The following exclusion criteria have been used as guidelines for public
hospitals for putting patients on renal dialysis by the South African
Department of Health in consultation with nephrologists and health

administrators®

2.2.1 Medical exclusion criteria

. Active, uncontrollable malignancy or with short life expectancy

. Advanced, irreversible progressive disease of vital organs such as:
. Cardiac, cerebrovascular or vascular disease

. Advanced cirrhosis and liver disease

. Medically or surgically irreversible coronary artery disease

. Lung disease

. Unresponsive infections e.g. HPV, Hepatitis B and C

? Exclusion Criteria which was adopted by the Department of Health as a guideline for all
nephrologists in the public service institutions offering renal dialysis,
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2.22 HIV and AIDS are not a medical exclusion criteria provided the
patient has access to a comprehensive AIDS treatment plan including
antiretroviral treatment and is stable for at least six months and the above

exclusion factors are absent.

2.2.3 Age (provided above exclusion factors are absent) is not a contra-

indication for chronic renal dialysis.

2.2.4 Psychological Exclusion Criteria

. Any form of mental iliness that has resulted in diminished capacity
for patients to take responsibility for their actions.

. Active substance abuse or dependency including tobacco use.

+  Obesity

2.2.5 Compliance
Patients with proven habitual non-compliance with dialysis treatment and
lifestyle modification wili be excluded or removed from chronic renal dialysis

programmes.

The court had concluded that these criteria were reasonable and were
satisfied that the appellant did not qualify for the service. They had

considered this case under section 27(2} which dealt expressly with a right

¥ In the UK the median age of starting renal replacement therapy is 63 years and the median age of
the population is 54 years (Mational Health Guidelines for Renal Dialysis. 2007, 6 October.
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to access to health services and had ruled that his was not necessarily a
case challenging a right to life. The Court had also decided that the case

was not adequately covered by the right to life clause as it saw

section 27(3)’s purpose as ensuring that medical ireatment is indeed
given in an emergency .......decided that emergency medical
freatment does nof include chronic treatment for an ongoing state of
affairs resufling from a deterioration of the applicant’s renal function,
which is incurable (paragraph 21}. While renal dialysis may be
needed urgently, it is not considered as emergency treatment (ibid:
36).
Hassim, et al in her argument against the case states that ‘if section 27(3}
were to have been interpreted in accordance with Soobramoney’s claim,
the state’s obligation to ensure access to health care services would have
been severely compromised’ (Hassim et al, 2007: 36). The authors further
indicate that instead of fulfiling the provisions of section 27(2), the state
would be forced to provide immediate health care services to anybody

requiring this at any time this was demanded.

Some lessons are provided emanating from this case:
+ that the Soobramoney case shows that the right of access to health
care services does not impose a duty on the state to provide

everything to everybody at once

22



« the * available resources “ argument could be used to held the state
to account if it allocates a disproporticnate share of the u:nmm# to a
relatively smalli need leading to a limited access to health care
services. The state cannot use this argument either if it spends vast
amounts of funds on non-priority areas. This is an area of focus of
the new administration in charge of government now to reprioritise
funding to service delivery areas. The Minister in the Presidency
responsible for Monitoring and Evaluation writes in his discussion
paper, ‘Recognize that there will always be limited funding and
resources and yet be willing to commit to doing more with less and

deing it on time (Chabane, 2009; 1).

» the state will be held to account for not providing certain health care
interventions simply because large numbers of pecple in need would

require significant financial resources

Later cases, as we shall show herginafter, ‘have shown a greater

willingness to ensure government proves its claim’ (ibid: 37)

The following sections will consider how the South African courts have dealt
with health rights, using the Soobramoney case as a prime study, but
looking at other cases that came before the courts. This will consider

‘aspects of socio-economic rights jurisprudence generally, and of health-

23



rights jurisprudence specfifically that present cause for concern from a

benefit-focused perspective’ (Pieterse 2005: 86).

Pieterse further argues that despite the benefits that result from the
litigations involving health-rights cases, some of these limit the health rights
in our health-rights jurisprudence {ibid: 87). The following section would
therefore be exploring scme of the concerns he has identified as areas of
concern arising from this case and other related ones like the Grootboom?,

Khosa/Mahlaule® and TAG2' cases.

The issues raised by the Soobramcney case was that refusal to renal
dialysis by the hospital had infringed his right to life and not {o be refused
emergency medical treatment. The court held that his circumstances did fall
within the ambit of the right not te be refused emergency medical treatment
and that his right to have access to the relevant health care services was
limited by resource scarcity and the competing rights of other patients.®
When the case was appealed the Constitutional Court ruled that the rights
to Ife and not tc be refused emergency medical treatment were not
applicable in the matter {ibid: 89). The court held that the rationing policy

did not fall foul of s 27 (1) {a) mainly because it found the policy has been

* Government of the Republic of South Africa v Greotboom 2001 (1) SA 46 {CC)

¢ Khosa v Minister of Social Development; Mahlaule v Minister of Social Development 2004 (6)
SA 505 (CC)

? Minister of Health v Treatmeni Action Campaign (No2) 2002 (5) SA 721 {CC)

® Soobramoney v Minister of Health, KwaZulu Natal 1998 (1) SA 430 (D) {*Soobrameney High
Court™) at 437A-D; 439E-440D.
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rationally conceived and implemented in good faith by authorities who were
better placed to take decisions of who was to receive treatment within the

prevailing resource constraints. °

Pieterse (ibid: 90} notes that the Constitutional Court engaged more with
the limits to s 27{1) (a) than with the content of entitlements it awards. He
pays much attention to the concept of ‘health care services’ noting that the
judgement seemed to accept that the claimed treatment fell within that
concept. Pieterse (ibid: 107) further indicates that the court attempted to
restrict the extent of the appellants entitlement by firstly awarding a narrow
and specific meaning to s 27(1) (a) and secondly by limiting that right

through section 27(2).

The state’s decision not to make a judgement directing the hospitals to
make the service available on the basis that it does not want to be seen to
be second-guessing the rationing decision as it would do more harm than
goad and would be overstepping its institutional boundaries presents cause
for concern. Pieterse correctly states that for the Court to accept that the
State is unable to offer this service due to resource constraints is defeatist.
it is clear that the Court did not go to the extent of verifying if the State was
truly unable to offer the service considering resource constraints. With the

new administration taking over government in April 2009, it is clear that the

# Soobramoney op cite note 2 at paras 25; 29-30 (per Chaskalson P for majoriny); 58 {per Sachs J
concurring separately).
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State intends to rationalise its services and reduce waste in all government
departments. "*Treasury is currently busy scrutinising all state expenditure
with a view to pricritising the budget and allocate costs to pure service
delivery. With this approach it is possible to determine that the budget could
be better spent and government may allocate funds to appropriate services.

Pieterse (ibid: 91) says

. subjecling government assertions of resource scarcity fo meaningfuf
scrutiny alfows for the ::‘Qﬁmﬁm:mmﬁmq toliing of the resource-bell’ by
the Stale in every matter where it falls foul of ifs socio-economic
obligations, thereby stripping socio-economic rights of much

remedial potential.

The second defeatist stance according to Pieterse is the finding that Mr.
Socbramoney's claim was untenable in ,Em face of competing individual
and societal demands for limited resources. Chaskalson’s majority
judgement tends to indicate that it would be very costly for the state to
provide services to all people like Mr. Soobramoney. Similarly Sachs
alluded to the limitation of rights in his judgement. He proposed that there
should be a balance between entitlements or expectations without

necessarily imposing limits to those rights according to Secticn 36.

' Several meetings have taken place between Provincial Treasury and institutions and government
depanments recently in Gauteng Province to determine where savings may be obtained in
government budgets aliocated within the province.
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The implications of the judgement may also mean individual rights are
sacrificed to the amorphous general good which could preciude virtually
any adjudication of a claim to resources as enjoying constitutional priority
over other claims we will explore. '' This fiies in the face of entrenching

individual rights as espoused in the constitution.

The individual right pertaining to Mr. Sochramoney nct interrogated by the
courts that | wish to explore in this discourse is his desire for good quality of
life that renal dialysis could offer. This right was limited when the state
inferred that judging in his favour considering the scarcity of resources as
argued by the hospital authorities would expose the state if more pecple in
his position could litigate. The right to life could equally be defined as the
right fo quality of life. The court ruled that his case was not to save his life

but rather to prolong his life.

The other case considered by the Constitutional Court was the
Grootboom’s.'? This case decided that the State had breached its duties in
respect of socio-ecenomic rights {(Hassim & Haywood, 2007 37}. It set the
basic framework for future claims against the state regarding its positive
duties in respect of all socio-economic rights, including the right of access
to health care services, the same authors predicted. The applicant had

been evicted from the vacant land they had occupied but when they

"' Scott & Alson op cite note 13 at 252-253.
2 Grootboom v Qostenberg Municipality 2000 (3) BCLR 277 {CC)
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returned to their initial place of residence, an informal settlement, they
found out that this was now fully occupied and thus became ‘truly
homeless’ (ibid: 37). The High Court hearing their case decided that they
could occupy a sports field next to the community centre they were

camping pending an outcome of the main case at the Constituticnal Court.

The High Court had ruled that the State had to provide shelter to children in
terms of section 28(1) (c), which is ‘an unqualified right as opposed to
section 26. In the appeal against this decisicn, the Constitutional Court had
ruled that the state had failed to devise and implement within its available
resources a comprehensive and co-ordinated programme progressively to

realise the right of access to housing. ™

From this it is clear that the State has to develop reasonable plans to give
effect to section 26{2} and section 27 {2) in the case of the Socbramoney

case. In the Grootboom case these were:
o sufficient flexibility to deal with emergency, short femn,

medium and jong-term needs
o making appropriate financial and human resources available

for the implementation of the plan

" Paragraph 95
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National govemmen{ assuming responsibility for ensuring the adequacy of
laws, policies and programmes, including the clear allocation of

responsibilities and tasks, as well as monitoring programmes. {ibid: 39}

As stated earlier on, the new Administration in government seems intent on
managing rescurces well and as such has a full ministry dealing with
monitering and evaluation of government programmes. Explaining the
purpose of government’'s new long-term strategy, Manuel (2009: 2) writes,
‘The Green Paper: National Strategic Planning is being tabled alongside a
discussion paper on performance monitoring and evaluation. Together, they
make clear that planning, coordination and perforrmance management are

interrelated. These functions call for close interaction and collaboration’

‘The authors have stated also in the case of Soobramoney that the State
cannot spend vast sums of money on non-priority areas if the effect is to
limit access to essential services fike renal dialysis (ibid: 37). There has
been an uproar over government ministers” and other officials’ expenditure
on luxury vehicles. It is said that such money could be spent on other
government services. In its green paper on Strategic Planning 2009, the
Minister in the Presidency writes, ‘A key objective of nationa! strategic
planning is to priortise the allocation of resources within a broad
developmental framework. Another is to ensure greater efficiency in

allocating and using resources’ {(Manuel, 2009:21)
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The State was similarly made to implement a comprehensive PMTCT™
plan in the TAC case before it as it was adjudged ncot to have had a
reasonable PMTCT plan. '® Similarly a question may be asked as to
whether the State shouldn’t be similarly compelled tc have a look at
implementing a ‘reasonable’ programme of renal dialysis for patients with
conditions simiar to Mr. Scobramoney who would have limited life-spans

but require a better quality of life for their remaining years of a short life?

Just as the state had been oblidged to institute a PMTCT programme,
there could have been valid reasons to allow people like Soobramoney
access to renal dialysis programmes. The State could be compelled to
introduce plans to reduce waste by improving its efficiencies so as to
realise more funding for renal dialysis programmes. The denial of access to
care would then be more clinical than resource constraints. The State has
already embarked upon programmes to reduce waste in government

departmenis as alluded to above.

Pieterse argues that not all decisions involving health care should be
sacrosanct (Pieterse, 2005: 130}). He argues that health care-related
rationing decisions such as that challenged in Soobramoney, are not

clinical, but political in nature {ibid: 131). Pieterse says as it is expected that

¥ PMTCT - Prevention of Mother to Child Transmission. This is a programme of providing anti-
retroviral therapy to pregnant mothers and their newly-born children to prevent the transmission of
the HI virus from the mother t¢ the newborns during birth.

1 Minister of Health v Treatment Action Campaign (No 2) 2002 (5} SA 721 (CC)
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lawyers should not make medical decisions, similarly doctors should not
make social decisions, quoting Parkins. '° He goes onto show that the
Saobramoney court fell into the trap of falsely equating a rationing decision
as a medical/scieniific one, and accordingly unjustifiably subjected the
decision only to limited scrutiny. | will come back to this when | finally make
a recommendation on how the matter may be addressed when looking at

quality of life issues that were not considered by the court.

Chapter 3

3.1 Ethical Issues arising out of the original case in context

The Scobramoney case highlighted a number of ethical issues involved in
renal dialysis and renal transplantation and rationing this service. In a letter
to the South African Human Rights Commission, following a complaint
lodged by one of the patients at the Chris Hani Baragwanath Hospital, Katz
writes, * it is with great regret that nephrelogists working in the public health
service in South Africa have to refuse long term dialysis for people like Mr.

X*_ Unfortunately we are bound by the “official” guidelines by the National

'® Parkin op cite note 149 at §70. See also ibid 867; §78; Einer Elhauge * Allocating health care
morality’ (1994} 82 California LR 1451 at 1458; 1495-1596; Leonard M Fleck * Just health care
rationing: A democratic decision-making approach’ {1992) 140 Univ Pennsylvaniz LR 1597 at
1599; Mechanic op cite note at 148 at 1734; Charles Ngwena “Access to antiretroviral therapy to
prevent mother-to-child transmission of HIV as a socio-economic right: An application of section
27 of the Constitution’ (2003) 18 SA Public Law §3 at 88; Orentlicher op cite note 149 at 60,

' Mame withheld to protect identity of patient as matter not in the public demain.
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Department of Health’. '® According to Katz, referring to the work by Moosa,
at Tygerberg Hospital, discrepancies remain in trying to create equity in

access to renal dialysis {Moosa, 2006: 1107-14).

From this it is clear that renal physicians, as stated by Kjelistrand and
Dossetor, have to live with the guestion ‘even though everyone rations and
selects, does that make such selection just?’ (Friedman 1983: 1205). The
issue of justice is a vexing one for physicians generally, as their particular

patient is their primary concem.

From the case review, the ethical issue which is most apparent is that of
distributive justice. Particularly in the areas of distributive justice which
concern the allocation of scarce resocurces with its sub-sets such as

prioritisation, rationing, and exclusion we will see complexities arise (ibid).

Ancther important ethical issue brought forth in the criginal court case is
that of medical futility. In such cases, the attending physician may be forced
into a situation of denying a patient the form of care which is scught by the
patient {or even both physician and patient). This is because the patient’s
condition is such that for example, renal dialysis would not prolong the

patient’s life as his or her underlying medical condition has been judged as

' Letter written to South African Human Rights Commission following a complaint by a patient
who claimed he was denied renal dialysis care on the basis that he covld afford this at the private
health centres. He was actually not a goed candidate like Soobramoney. He had comorbid disease —

a vascular pathology.
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terminal. The basis of the dialysis protocol is that any patient who is put on
renal dialysis has to qualify for a renal transplant otherwise treatment by

renal dialysis would be futile if it were not so.

Another ethical issue the Scobramoney case brought to the forefront is the
role of the private health care sector — when funds run out for a subscriber's
treatment the subscriber is summarily ousted from the medical scheme no
matter the time of membership, contributions, age, gender, and medical
condition. Should some benefits be on-going dependent on circumstances?
This matter was not put under scrufiny by the Court during Mr.
Socbramoney’s presenfation. He did not raise this as a matter for
consideration. With the National Health Insurance policy being mooted by
government, it would be appropriate to put the private health care funders
and providers under scrutiny thus. This case involving the private funders is
not pursued further as this discourse looks at the public sector hospitals in

the main. | wili now turn to an overview of each of these issues.

3.2 Allocation of scarce resources

In the letter | referred to above, Katz (ibid) states further, that the public

hospitals cannot supply unlimited access to dialysis in South Africa as

reflected in the preamble of the first non-raciat guideline in 1986 which
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reads, ‘ There is no country in the world that can afford high technology

treatments that are available’.

The arguments brought before the courls by the hospital in the
Socbramoney case adequately articulated the position that the State does
not have sufficient resources to meet the needs for all those accessing its
public hospitals. In order to ensure that those who reguire renal dialysis
services and may benefit from these, the Department of Health had
developed the guidelines to assist the hospitals to ration services and
prioritise those who could benefit. The guidelines have already been
referred to above. Explaining the advent of bioethics, Friedman states that
‘given the limits on the humber of patients who might be “accepted” for
haemodialysis supported by grants and philanthropy, it became evident that
rules were necessary to “allot the slots” equitably’ {Friedman, 1893: 1205}.
Nephrologists in most countries are governed by this. In the US the
Medicare programme was initiated and has a number of patients on the

proegramme at State expenditure.

3.3 Distributive justice

Distributive justice is the next ethical problem identified in the Socbramoney
case. This term refers to ‘fair, equitable, and appropriate distribution
determined by justified norms that structure the terms of social cooperation.

Its scope includes policies that allot diverse benefits and burdens, such as
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property, resources, taxation, privileges, and opportunities (Beauchamp

and Childress, 2001: 228).

The authors go on to indicate that the term also refers broadly to the
distribution of all rights and responsibilites in society, including, for
example, civil and pelitical rights. In this case we shall dwell on the rights of
Mr. Soobramoney to receive care that was supposed {o manage his health
care problem which was a desire to access renal dialysis services at
Addington Hospital when his funds were exhausted at a private facility. In
terms of the guidelines he did not qualify for renal dialysis as the service
was determined by justified noms which excluded him from the
pregramme. The court had also concurred with the hospital that the policy
so applied in excluding him was fair and reasonable. The authors explain
that the problems of distributive justice arise under conditions of scarcity

and competiticn to obtain goods or to avoid burdens (ibid: 226).

3.4 Medical futility

The guidelines developed by the Department of Health and supported by
the nephrologists in the country in a way argued before the courts that Mr.
Soobramoney would not benefit from the service he required as this was
meant for people who were eligible for renal transplant. He did not qualify
for this due to his medical condition. Providing him with this service would

prolong his life but would deny other more deserving patients a slot on the
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programme. In short treatment for him would be futile and it would be a
waste of resources. Mr. Soobramoney actually died two days after case

was concluded.

Though the withhelding of treatment from Mr. Soobramoney was not stated
to be purely on the grounds of medical futility, there is in my mind, sufficient
reason to suspect this was implied. Schneiderman, et al (in Curzer
1989:760) though warn against withholding treatment on the basis of

resource allocation citing medical futility stating,

‘Arguments for limiting treatments on grounds of resource alfocation
should proceed by an entirely different roufe and with great caution

in our present open system of medical care...’

Mr. Scobramoney required renal dialysis to prolong his life and thus :mﬂm a
benefit of a qualitative life but did not require a treatment that preserved a
permanent unconsciousness or that failed to end total dependence on
intensive medical care and was therefore non-beneficial thus qualifying as

Tutile (ibid: 759).

3.5 The role of the private sector
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The other factor to consider ethically was the role of the private sector. As
is the practice in the country that when the funds to care for one are
exhausted in providing cover for self in the private sector, patients are

invariably “dumped” ontc the public service.

Mr. Soobramoney was initially treated at a private facility but had to go to
the public service when he could not afford private rates when his medical
funds were exhausted. The Constitutional Court also referred to the role of
the private sector bt never made any further comment or finding as the
sector was not brought before the courts. The issue that needs further
discussion is what should be the role and responsibility of the private sector
once a patient had started treatment with them and could no longer afford
their rates mid-way with the treatment plan. | will refer to this under
recommendations and reflections in the next sections, though the
envisaged national health insurance plan may be an answer. These ethical
issues | consider to be the major ones which arose from the case in its
original context. Now | wili tum to reflect on the case identifying how these

and other important ethical issues still have relevance.
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Chapter 4

4.1 Ethical Reflections on the Soobramoney Case

In the first section of this chapter, | will review some comments concerning
the Soobramoney case and provide a brief case summary. Then | will
discuss the idea of respect for persons - respect for the autonomous
choices they make concerning their lives. This will include references to the
concept of medical futility and how it refates to the Soobramoney case.
Then in the next section | will present my argument for the importance of
the quality of one’s life. In the following section, | will present cbjections to
this argument. Finally, | will conclude that the quality of a patient’s life is a
manifestation of his or her own choice; what may or may not be my

perceived quality of life may or may not be yours.

As medical professionals, we are cbliged to respect the perscnal
autonomous choices of our patients. Notwithstanding the problem of scarce
medical resources, [ will argue that healthcare professionals still have an
ethical obligation to work towards respecting a patient’s wishes regarding
his/her quality of life. | will conclude by arguing that renatl dialysis in end-
stage renal disease when it can contribute to the patient's quality of life

remains the ethical ideal towards which we should continue to strive.
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Some ethical questions are relevant here - for example, the words of Judge

Albie Sachs quoting Minow {1993} in his judgement.

Inferdependence is not a social ideal, but an inescapable fact;
the scarcity of resources forces it on us. Who gels fo use
dialysis equipment? Who goes fo the front of the line for the

kidney transplant?’

Judge Sachs asserls that a healthy life depends upon social
interdependence in the form of clean air and water, geod sanitation which
afl are supposed to be maintained by the state for the public good. This also
includes healthy relationships and support provided by medical institutions.
Maicker surmises, in agreement with the concluding remarks of Judge
Sachs, that rationing of rescurces like renal dialysis and renal transplant
programmes and deciding who should get the service, is best left in the
hands of those best equipped to make the decision based on medical
criteria (Naicker, 2008).%° This however flies in the face of the remark made
by Pieterse as commented cn earlier in this discourse. | will refer back to

this later.

Sadly, Mr Thiagra Soobramoney died two days after the judgement against

his receiving dialysis was made.

'* Minow, participating in an interdisciplinary discussion held at Harvard Law School in 1993.
% Presentation at Renal Congress, Durban. 2008.
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Others, like Hassim putting weight to this argument on limited resources,
state that the Soobramoney case recognises that the right to healthcare
services does not impose a duty on the state to provide everything to

everyone at once’ (Hassim, et al.2007: 36).

Hassim, et al (ibid: 42) further states that there will be times when
managing limited resources requires government to see to the larger needs
of society rather than focusing on the specific needs of particular
individuals within society. She concludes that in the case of Mr.
- Soobramcney, the ‘available resources’ argument meant that the state did
not have to provide access to dialysis for people with Mr. Soobramoney’s
medica! condition but that in ancther time and another case this may
however change. No further cases similar to this have been brought before
the courts yet to see how the court would interpret such a case in the light
of other related health and social care judgements like Grootboom and

Mahlaule/Khosa.

Mr Soobramoney’s enly hope for survival was regular renal dialysis. All that
Mr. Soobramoney requested was to have what he considered as a good
quality of life that renal dialysis could have provided. The arguments
presented by the doctors who opposed his case were that he did not qualify
for renal dialysis in terms of guidelines set in the public sector. Mr.

Soobramoney had a pre-existing medical condition that disqualified him
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from accessing renal dialysis. In terms of the protocol one needs to qualify
for a renal transplant in order to be eligible for a renal dialysis. M.
Socbramoney’s pre-existing medical condition disqualified him from this

programme.

The argument | wish to advance, though not included in his argument
before the courds, is that pecple in Mr. Sochramoney's situation do not
necessarily request a cure from their medical condition. Rather, what they
desire is an enhanced quality of life. "There is no reason to welcome death
until life becomes unbearable” (Epstein 1898 748). Mr. Scobramoney may
have known that death was inevitable however, but he sought relief through
the courts purely to prolong his life, and consequently to enhance the

quality of life he had remaining.

Dr. Martin Luther King Jnr. is quoted as saying ‘The quality, not the
longevity, of one's life is what is important.” {(Brown et al 2007 72). In
explering this concept one would venture to offer a definition of ‘quality of
life’ according to this author as an overall sense of well-being. This includes
an individual's satisfaction with their own lives (ibid: 76). A health related
quality of life extends the definition to include the way a person’s health
affects their ability to carry out normal sccial and physical activities (ibid:

72).
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By approaching the courts Socbramoney was under the assumption that
renal dialysis does enhance a quality of life. Brown, et al (ibid: 83) further

explain this assumption

Dialysis treatment is promoted as a means of maintaining or
improving a patient’s quality of life and well-being. This inevitably
resufts in patients electing to commence dialysis in the expectation
that their lives will be significantly improved as a resull of undergoing

freatment.

In the next section of this chapter, 1 will discuss the idea of respect for
persons - respect for the autochomous choices they make concerning their
lives. This will include references to the concept of ‘quality of life’ and how it

relates to the Scobramoney case.

4.1.1 Respect for persons

Immanuel Kant (1829 -1913), as discussed by the philosopher James
Rachels (1887 Chapter 10), set forth the idea of respect for persons.
Kant's work greatly influenced the course of moral philosophy and in
particular, the then-unknown field of bioethics. In The Metaphysics of
Morals (4, 429) Kant argued that humans have “Infrinsic werth”. By that he

means that because we are human we have something which exalts us
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above the animals and the rest of creation — this intrinsic value or worth
makes us valuable "above all price”. Because we have intrinsic worth, we
have moral standing, which, for example, plants and animals lack. Because
we have moral standing we are morally valuable. And as human beings we

should never be used as means to ends.

An outline of what Kant {ibid) says is that [only] people have conscious
raticnal aims and hence [intrinsic] goals; only people are rational agentis;
humans are free agents capable of making cur own decisions So we
rational beings are beyond value since we are the sources of value. For
Kant, treating others as ends involves a strict duty of beneficence. This
means that when we help and not harm others, in so far as pessible, we
further their ends and respect their rationality. If we did not do this, then we

would hinder their ends, and would use and manipulate them.

From the theories of Kant, Mill and W. D. Ross, Beauchamp and Childress
{1991) developed their theory of “principlism” which is based on four
principles: autonomy {respect for persons), non-maleficence, beneficence,

and justice.

In biomedical ethics we look at all the principles in varying degrees to

describe and define the moral obligations between the patient and the
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doctor or health professional. We understand that in this relationship

persons are not to be harmed.

Here, | will look at beneficence as it relates to the Soobramoney case..
Beauchamp describes beneficence in two forms, positive and negative
beneficence (Beauchamp 2001: 165). He defines beneficence as ‘taking
positive steps to help others’ {ibid: 166). The relaticnship between the
patient and the doctor is that of the patient approaching the doctor to
receive help. In another definition, beneficence is described as ‘an
cbligation to help others further their important and legitimate interests (ibid:
168). These interests are what bring a patient to the doctor as the patient

requires healthcare from the doctor or health facility.

The request of Mr. Soobramoney was to be offered renal dialysis as his
important and legitimate interest. The renal physicians, in terms of utility,
were expected to work as ‘agents tc balance benefits and drawbacks to
produce the best overall results for him’ {ibid: 165). His autonomous n:oﬁm
to request renal dialysis to prolong his life was denied on account of scarce
resources and that he would not benefit from the service considering his
medical cendition. He had made a censcious and legitimate decision
knowing that renal dialysis was able to meet his medical needs. The state

hospital in tum, decided that despite the previous benefit he received from



the private institutions he could not access service at the public hospital

facility.

In the Hippocratic work of Epidemics we are told that “as to disease
clinicians should make a habit of two things, to help or at least to do no
ham™ {ibid: 176). By not helping Soobramoney (via providing dialysis) a
harm was probably caused because he subsequently died soon after the
court ruled against him and renal dialysis couild have helped by prolonging

his life.

4.1. 2 Respect for persons and quality of life

End of life decisions are complex mafters to deal with in the South Africa
population. This is sc considering the past history of this country which led
to the skewed allocation of resources based cn race. The imbalances of the
past have been carried over in the new democcracy. So allocation of scarce
resources does compound the ethical challenges faced by both clinicians

and administrators in public service hospitals.

Public hospitals make decisions to maximize utility of the rescurces on the
basis of triage — refusal of patients with likelihood of survival ...... and
futility — withdrawal of therapy..."(Hodgscn, 2006: 73-75) It is said that in

case of intensivists at Critical Care Units, physicians have to make end of
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life decisions and involve families in such discussions. Family members are
involved together with the team and are “being called upon to make a
momentousfirreversible decision, so that they are not left with a burden of
guilt” {ibid: 74}). Studies done in France indicate that family members do not
want to be involved in such decision-making processes but even though
such studies have not been done in South Africa, the impression is made
that the results would not differ (ibid). The futility of treatment though, is a
decision largely made by the clinicians in a paternalistic fashion in most

cases.

In the same article Hodgson (ibid) cites examples of practices in Critical
Care Units in the public service. He reports that it is indicated that decisions
on futility are based on criteria that are seldom described or written and
- when made, may or may not be discussed with the family depending on
circumstances of the case. We could say a treatment is futile if it will fail to
maximise the patient’s quality of life {ibid: 46) as put by Hofmann and

Schneiderman (2007)

The University of California, San Diego Medical
Center, for example, defines a treatmen! as futile
when it "has no realistic chance of providing a
benefit that the patient would ever have the

capacity fo perceive and appreciate, such as merely



preserving the physiologic funclions of a
permanently unconscious patient, or has no realistic
chance of achieving the medical goal of retumning
the patient to a leve! of heaith that permits survival
outside the acufe care selting ... The cardiologist
wants to help the palient maintain a strong cardiac
output, a nephrologist wants fo make sure the
palient's kidney funclion is adequale, and the
puimonologist concentrates on lung capacify and

viability.

This is what | weould like to explore looking at the current protocol to deny
elderly patients and people in the same position as Mr. Soobramcney

access to renal dialysis care.

The question to ask is —"Is dialysis futile in elderly patients and those with

co-morbid disease?”

In answering the question | pose | above, | wish to refer extensively to
arguments raised by Papadimos describing the duties of care-workers to
patients described as ‘outliers’, meaning those patients whe exhaust the
resources of the state hospitals due to the lengths of stay in hospitals or co-

morbid conditicns they have.
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Patients with end-stage renal disease requiring dialysis fit this description
generally and Mr. Socbramoney was a fitting example in particular
considering he had pre-existing co-morbid disease. Another definition of an

outlier {Papadimos, 2004: 11} is given below:

An outlier, in this context, is a human being, who
suffers an incredible physiologic, emotional, and
financial burden; who, in fum, will cause health
care providers and administrators economic and
psychological stress. An outlier can be recognized,
an outfier will cost money, and an outlier will tax

emotions. Why sfay engaged in their care?

Papadimos (ibid: 3) goes on to say,

Struggles with obligation regarding fthe care of outliers
consume the consciousness of many health care providers,
including the authors. Morality, responsibility, good will, duty,
acting on principle, justice, and treating pecple as an end in
themselves, as viewed by the authors and supporfed by the
phifosophies of immanuel Kant and G.F.W. Hegel, are
explored as a basis for a physician to never disengage from

the care of cutliers.
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To 'never disengage from the care of ‘outliers’ as mentioned, locks to the
work of major philosophers such as Immanuel Kant. As Kant {[1757] 2005)

articulates in his Second Formulation of the Categorical Imperative,

Act in such a way that you treaf humanity, whether
in your own person or in the person of any other,
always at the same time as an end and never

merely as a means fo an end

In the context of the Socobramoney case, a renal physician has an
obligation to the patient that requires that his or her own personal clinical
decisions are not based solely on issues such as availability of rescurces.
Rather, treating a person as an end in his or herself requires that
physicians ought to respect the decisicns of the patient as a person of

dignity and worth and never disengage from their patient's care.?!

Hegel, according to Papadimos (2004: 21), introduced the concept of
“right”, which is extrapolated here to mean a patient has a righi to health
care. At the same time, we are reminded that we are all part of society and
live according to moral law — meaning that we live according to a set of
rules. ‘This moral law involves, according to Hegel, "... identity of my will

with the will of others™ (ibid).

2! The second formulation of Kant's Categorical Imperative also leads to the imperfect duty to
further the ends of ourselves and others. If ary person desires perfection in him or herself, then it
would become a moral duty to seek that end for all persons equally, so long as that end does not
contradict perfect duty.
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The rena! physician has a maral duty to help a patient with end-stage renal
disease coming to the hospital requiring assistance. It is the responsibility
of that physician to attend to the needs of that individual, whether it is Mr.
Soobramoney or someone younger with no co-morbid disease. Taking care
of outliers is something many providers and institutions do not like, cr even
are required to do, but in doing so they provide society with an example of

a "beneficent action having moral worth * (Papadimoes, 2004: 17).

Another interesting thought introduced by Papadimos is brought to the fore
conceming the rising numbers of the ageing population as voters in the
United States of Ametica. A scenario is painted of this growing population
who may be able to force the government to allocate resowrces to cater for
the number of patients who may require dialysis as a collective will. This
group, it is said, may ultimately make the physician their primary negotiator
for allocation of these resources. This would fit :_ with the Hegelian
philosophy of self-determination. The authors however do not offer
solutions on what to do conceming allocation of scarce resources in this
challenging situation. They do however pose a few thoughts proposed by

Papadimos quoting Singer (1997: 24):

... decisions over resource allocation can be

mitigated through three general strategies: 1) don't

do things that don't work; 2) don't do things that do

50



work, but the patients don't want done; and 3) don't

do things inefficiently ...

The answers to these comments should be that these concerns should not
be translated into a plan for evasion of care of outliers, but should result in
a well-planned approach to staffing, securing of funding, and locating

altemative funding sources for these patients’ (ibid: 26).

The current protocol for renal dialysis programmes is still exclusivist but due
regard needs to be taken to review the situation especially regarding the
aged and those with co-morbid disease. There is a need to shore up the
renal dialysis programmes so they are not only efficient but consider the
needs of patienis in a resource-constrained environment. The partnerships
between the public and the private sectors should be pursued e.g. in
sharing resources where the private sector has a financial advantage and in
cases where public service physicians can assist the private sector with
issues involving futile care {Hodgson, 2006: 74). The advent of National
Health Insurance, as envisaged by the Ministry of Health, could probably
provide an avenue for expanding this programme of private-public

partnerships.

4.1. 3 Arguments pro and con the quality of life in context

In considering renal dialysis for cancer patients in his essay, Epstein (1998:

753) argues that the fact that a patient suffers from cancer should not be
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the reasen for denying them access to renal dialysis care. Similarly, | wish
to contend that despite the fact that Mr. Soobramoney had pre-existing
medical conditions, he had a right to access renal dialysis to enhance his
quality of life. Due to rationalisation of scarce resources Mr. Sochramoney
could not access this care in the public sector. He could no longer afford

the costs of paying for this service in the private sector.

Renal dialysis is considered to be a life-long treatment and life-saving in the
absence of renal transplant. Also as indicated above, the percentage of
patients on renal transplant in the country is quite low. The advent of anti-

retroviral drugs is however changing this as Venter (2008: 182) states:

Kidney transplantation has been established as the most

effective form of renal replacement therapy from a cost and
quality of fife perspective in the developed world. The first year
after the transplant can be more expensive and may have a
sfightly higher mortality, but after the first year, expected
survival is 10 - 15 years fonger than in palients on dialysis, and
the intervention is significantly cheaper. While cost-
effectiveness in the developing world is less well described,
the renal transplant programme in South Africa has a long
history, with expansion in the last decade dnven from the

private sector
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HIV infection was an absolute contraindication to organ transplant but now
the availability of anti-retroviral therapy is rapidly changing this. In a similar
way as the availability of drugs has added to a much improved quality of life
for patients with HIV/AIDS, patients in need of renal replacement
precgrammes, like the elderly and similarly debilitated patients, also have a

need for renal dialysis to improve their quality of life.

There are reasons advanced why renal dialysis should not be provided for
cancer patients, which may justify some people suppoiting denying the
elderly with debilitating diseases renal replacement therapy. The reasons
advanced are, dialysis may be thought to be futile; it may be thought to
result in poor quality of life for patients with cancer; dialysis may be withheld

from patients with advanced cancer because of cost (Epstein, 1998: 744).

‘Today however the ethics of treatment or non-treatment strongly embraces
the principle of self-determination. This approach has largely replaced the
approach of paternalism’ (ibid: 744). Epstein indicates however that it is
only when the treatment is deemed fulile that the physician makes
treatment decisions. Dialysis however is understood to be an effective
treatment in modifying the course and symptoms of end-stage renal

disease.
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Patients whe opt for this form of therapy therefore are hopeful that this will
alter the course of their disease and enhance their quality of life. | suggest
that physicians may not be aware of the patient's desire for a better quality
.u+ life for a number of reasons. The first one is that a patient's quality of life
is subjective; what is a good quality of life for one person may differ from
that of another. In this regard, a patient’s perception of his or her quality of
life may differ from that of his or her physician. Secondly, the patient with a
short amount of life remaining, but with an acceptable quality of life, may
value that time more than the physician realizes; there is no reason fo
welcome death until Iife becomes unbearable. Finally, even when death
would be welcomed by a patient, the physician may be able to “choose” for
the patient a relatively pleasant death instead of an unpleasant one. In this
way, a physician can contribute not only to a patient’'s quality of life, but his

or her quality of death as well.

There are indications in the literature that patients with end-stage renal
disease on dialysis rate their quality of life to be almost as good as does the
genera! population: ‘it appears that quality of life on dialysis is clearly
acceptable and is not in itself a source of misery from which death is
sought’ for a number of elderly patients on dialysis (Epstein, 1998: 749). Mr.
Soobramoney was hoping for a less-miserable life when he approached the
courts as he desired to continue dialysis which he could no lenger afford

due to financial problems.
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There is no doubt that renal dialysis does add an additicnal financial burden
to any health care system. For example, in the Medicare programme in the
USA it has been shown that more elderly patients have been put on renal
dialysis and this seems to be costly mainly due to the high number of
patients on the programme (ibid: 750). With this programme, more lives
are being saved without offering a cure. The elderly on the programme
continue to receive treatment for other illnesses they suffer e.g. cancer.
That being said, Epstein (ibid: 750) argues that dialysis in cancer patients
with end-stage renal disease is a reasonable cost-effective treatment
whose benefits outweigh its burdens in the majority of cases. By benefit, he

refers to the personal quality of life benefit derived from this procedure.

Latos {1999: 637) advises that the mode of dialysis in the elderly should be
individualised taking into consideration both medical and psychosocial
factors. Decisions concerning dialysis should not be treated differently from
decisions about benefits and burdens of any other medical treatment.
Dialysis should be a therapeutic option available to all people, including
people with cancer, to be used when the benefit to the patient exceeds the
burdens of treatment. In general this will include all but those near death.
Each case must be decided on its own merits, and it is the competent and
informed patient or proxy who should make the decision (Epstein, 1998:

753).
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On average, we can say it is true that elderiy persons do less well than
younger people after risky medical or surgical procedures. Renal dialysis,
on the other hand, is not considered a ‘risky procedure’. A point that should
be noted is that at no age - the “young” or the “old” {and in recognition that
the distinction is arbitrary) will any impairment or procedure affect aff
individuals in the same way. Using age alone as a status on which to base
the type of care provided is most likely not built on a solid foundation and

may reflect a societal bias against older people in general (MRC 1994: 37).

Whenever a patient's perspective on his or her quality of life — its value and
worth — is known, | suggest that respect for that particular perscns dignity
and worth and their own opinion conceming their quality of life cutweighs
other factors when considering the provision of renal dialysis (Cain 2002:

300).

The case involving Mr. Soobramoney was about his right to emergency
care. He argued that he was denied this basic right. Behind this right was a

desire for quality of life, which as [ stated earlier was not articulated during

the court hearing.

The argument forwarded by the doctors at King Edward VIl Hospital was

that in offering him dialysis to save his life other more deserving younger
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patients who stood a befter chance to survive and receive a renal fransplant

would be denied.

Williams, a British health economist who did a study on the cost-
effectiveness of coronary bypass grafting, recommended that resources be
“redeployed at the margin to procedures for which the benefits to patients
are high in relation to costs” {Williams quoted in Beauchamp, 2001: 210). A
question following this analysis was however how quality of life can be
determined. From this, the concept of quality-adjusted life years was

developed. This is referred to as a health-related quality of life (QALY).

Proponents of cost-evaluation assessment believe that ‘saving the life of a
younger person is likely to bring more QALYs than saving the life of an
older person’. This argument says that age plays a role in considerations of
quality of life, which is more compromised in the elderly {ibid: 211).This
feature favors life-years over individual lives and the number of life-years

over the number of individual years.

Arguing against this, Beauchamp gquotes Harris who states “QALYs are
'life-threatening device' because they suggest that life-years rather than
individual lives are valuable” (ibid: 211} He says that adaptation of QALY's
fail to recognise societal and professional beneficence that is ethically

required when rescuing individual lives.
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Hutchison, ef af. {2007)%? quote from a very large study on ICU admissions
for patients with end-stage renal failure {ESRF} and non-ESRF patients in
the United Kingdom In this study Ew ESRF patients had far more
readmissions to ICU than non-ESRF cases but the lengths of stay were
comparable to the non-ESRF patients. Most of the ESRF patients were
younger and had severe illnesses compared to the non-ESRF cases. The
analysis that patients were younger was an indication that there could be
discrimination against older patienis for receiving dialysis. This strengthens
the notion that generally older patients have difficulty accessing renal
dialysis according to the authors, supporting the same point | made earlier.
But this also emphasizes the point that services like renal dialysis are seen
as more beneficial to the young compared to the elderly and much sicker

patients considering their live years and improved quality of life.

There was also greater post-ICU mortality with ESRF patients. Such
patients fared badly in the longer term compared to the other cases even
though this was a younger age group. Those against quality of life would
indicate that patienis with ESRF with severe illnesses and co-morbid
diseases and of a much older age do not enjoy a better quality of life
considering the number of hospital ICU readmissions and higher levels of

mortality post-ICU.

*2 Analysis based on authors’ research report in Critical Care Forum published online and
downloaded from Pubmed. See reference list.
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There are studies that indicate that the aged tend to present late for renal
dialysis (Navaneethan et al, 2008: 1186). There are other factors like race,
physician referring, physician rationing, medical insurance and distance to
dialysis centre which have an impact on the care of the aged. Most elderly
Black patients live in rural areas where access to health care is still limited.
Some of the physicians take long to refer the patients tc the renal care
centres. Some of the patients are not referred because physicians may
decided against referring patients to renal physicians as a form of rationing
resources preserving this for younger patients. These are some factors that
need to be considered when making decisions about allocation of scarce
resources like renal dialysis befcre care is denied to patients with end-stage

renal failure who are elderly and have co-morbid disease.

In addition, other studies (see: Klang, Bjorvell & Crongvist 1996; Levinsky
1899, Riley & Pristave 2001) appear to indicate that the elderly have valued
their lives better after being put on dialysis. The goals for elderly patients
undergoing dialysis may ke different from those for younger age groups.
Long-term survival (greater than 10 yrs) is often not anticipated-nor is it
expected. However, some individuals and their families may have
unrealistic expectations of just what dialysis can accomplish (Weins 1998:
19}). For example, although dialysis will ameliorate uremic symptoms and
improve congestive heart failure, it will not prevent the progressive

vasculopathy or neuropathy associated. with diabetes. In addition, the
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changes in lifestyle required by dialysis, coupled with the trade-offs of
potential debilitation, may not be appealing for some patients.
Nevertheless, several studies have provided strong evidence for acceptable
survival and quality of life among elderly dialysis patients. Many individuals
feel that dialysis offers them the chance to spend increased time with family
and friends, and some rank their health at least as good as others their age

(Latos 1996: 844).

Thus renal dialysis, not being a cure for end-stage renal disease can still
assist in letting those not qualifying for a renal transplant add some value to
the last days of their lives. Such patients need to be afforded this basic

need before their deaths. Mr. Scobramoney sadly was denied this desire.

One may conclude by stating that renal dialysis for the clder person in end-
stage diseases when it can contribute to the patient's quality of life should

remain as an ethical ideal towards which we should continue to strive.

Some studies done however yield different results conceming quality of life
on renal dialysis {Brown et al, 2007: 75). The authors state that while
dialysis supports life, it does not necessarily improve quality of life and that
the majority of patients on renal dialysis rate health related quality of life as
being less than “good” as detericrating health impacts on the amount of

time they can spend at work or other activities and the impact it has on
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family life. They indicate that some patients on dialysis feel short-changed -
that their expectations have not been met and that life on dialysis is not

living (ibid).

The authors conclude by advising that it is essential not to forget the
importance of quality of life in assessing scmeone who is receiving dialysis
and always seek to improve it. They suggest that this is the role that
palliative care can play in their management and that of support for the
families. Did Mr. Soobramoney and his family receive this? Now let us look
at the recommendations as we conclude this discourse on the

Soobramoney case.
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Chapter 5

5.1 Conclusion & Summary

In summary, this is a reflective discourse on the case of a patient, Mr.
Socbramaney who approached the courts to demand that he be put on
renal dialysis treatment at state expenditure after he had exhausted all his
funds whilst being treated by renal dialysis for his end-stage renal failure at

a private facility.

He went to the Constitutional Court when he failed ic win his case at a
supreme court in Durban. He had sought refuge in the Constitutional Court
on the basis of emergency care (Section 27(3)) but the court heard his case
under a different secticn of a right to life. His case was dismissed. He died

soon after the case was concluded.

The court heard that he needed renal dialysis to prolong his life, and for my
discourse, interpreted as requiring an enhanced quality of life. He was
denied this right to life on the basis that the service was limited as a scarce
resource and that the guidelines provided by the hospital were reasonable.
Pieterse, who has been quoted extensively in this discourse, argues that
some of the litigations in the health-rights cases limit health rights in our

health-rights jurisprudence (Pieterse, 2005: 8§6}. He holds that the state did
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not go to the extent of verifying whether it was truly unable to offer the
service considering constraints. The court’s decision is also criticised for
stating that individua! rights are sacrificed to the amorphous general good
which could preclude virtually any adjudication of a claim to rescurces as
enjoying constitutional priority over other claims thus infringing on individual

rights like that of Mr. Scobramoney.

Following the Grootboom case it is clear that the State has to give effect to
Sections 26(2) and 27(c) by developing reasonable plans to address short-
comings in its service delivery in health care like renal dialysis. This ¢an be

as it was compelled to do in the TAC case on PMTCT.

The Constitutional Court erred by not wanting to make comments on what
they termed as medical or scientific decisions arguing that this is
sacrosanct and is best left in the hands of clinicians. Pieterse ably argued
rationing of health care-related decisions are not clinical but political and

should have been handled by the Court.
In reflecting back on the Socbramoney case | highlighted quality of life

issues emphasising that humans should not be used a means to an end.

They need to be respected as persons and not tc be harmed.
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Hospitals make decisions to maximise utility of resources based on triage
and futility as seen in renal dialysis care and critical care units. Thus end of
life decisions in terminal care are difficuft to make but when taken tend to
be made in a paternalistic way by physicians. Families ‘mqm not normally

involved in such decision-making processes, but they should be included.

In looking at medical futility | identified that there are studies that looked at
futility of care of patients defined as “outliers”. These are patients who
exhaust state funds during their care and cause physiolcgic and emotional

burdens in addition o the financial one.

Whilst recognising this | made a point, guoting the studies made ocn
‘outliers’ that physicians do not need to disengage from their care but rather
need to recognise that continued care may improve the quality of their lives
and help ease inevitable death. This | fee! is important and following Brown
(2007: 72), | defined quality of life as a concept that relates to a person’s
overall sense of well-being which includes that individual's satisfaction with
their life and relates to their ability to take pleasure in every day activities. |
further indicated that health-related quality of life extends this definition to
include the way a person’s health affects their ability to carry out noermal

societal and physical activities.
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Further it became clear that guality of life is a subjective feeling for patients.
Those patients requiring treatment which enhances their quality of life value
greatly the remaining time of their life years. They value life until it becomes
unbearable and that physicians have a role to play in assisting patients to
have a pleasant death toc. Simply put, physicians need to respect the
patient’'s wishes for a type of treatment envisaged if it will improve their

quality of life.

There are theories that base quality of life on QALYs, quality of life-adjusted
years. Some studies using this theory tend to be biased towards the young
when making treatment decisions. The studies made on patients with end-
stage renal failure (ESRF} show that the aged tend to do far worse than the
young on renal dialysis. There are more readmissions to intensive care
units for those with (ESRF) than those without showing that such patients

spend more time in hospital than those without the disease.

Thus arguments against quality of life indicate that renal dialysis does not
enhance this. The patient’s uremic symptoms may be relived but their other
comorbid conditions like vasculopathies remain. Alsc there are many other

life's inconveniencies involved with renal dialysis.
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5.2 Recommendations

The main recommendations from a legal perspective centre on giving effect
to Section 27 (1} (a) and Section 27 {2). With the advent of a Nationa!
Health Insurance we should be able to achieve universal coverage for all.
Porter and Teisberg {2006: 328) state that universal coverage and value-
based competition will produce dramatic improvemenits in efficiency and
effectiveness of health care. They advocated for changes in insurance rules
and regulations. This s what NHI will achieve in our country. More patients
with renal disease will hopefully benefit as more centres offering renal
dialysis in the private secter will now be available to the indigenous
population. Perhaps with this there could be a review of the protocals for

renal dialysis.

Public-private partnerships to increase access to renal health care that are
currenily in place should be strengthened as we noted such a facility being
opened at Mankweng Hospital, Polokwane where the former Minister of
Health commented thus, “The purpose of this project is to research cost
effectiveness and efficiency of Telemedicine in expanding access to quality
healthcare, particularly targeting poor people living in remote areas”

(Tshabalala-Msimang, 2007: 2).
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As suggested by Pieterse, the courts should begin to make rulings on
medical decisions without abrogating these to the medical profession only.
Just like they are able to prenounce on political and socio-economic
matters before it, the Constitutional Court should be able to decide a matter
on medical issues brought before it as no profession should be sacrosanct.
This way the courts should interrogate the defence on allocation of scarce
resources based on medical criteria to see if the depariments are indeed

spending the allocated rescurces appropriately.

The other point looks at the role of the private sector in renal care in
particular, but overall health care generally. The tendency for the private
secter to ‘dump’ patients on the public service should be reviewed. There
should be mechanisms undertaken to determine whether a patient who first
presented to a private facility, and once having exhausted their funds,
should be ‘dumped’ onto the public service. Some form of criteria should be
developed to determine who should be transferred to the public hospitals to
conclude treatment or should stay in the private facility even if they cannot
afford the care as they will not be required to pay for the service. This could

be covered under NHI.

On the ethics side, apart from the general criteria set, there should be an

assessment made of the patient’s perception of quality of life if they require
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renal dialysis or a similar treatment. Patients in Mr. Scobramoney’s case
should be evaluated to determine if they would be able to .improve their
quality of life if put on renal dialysis even if they do not qualify in terms of
the protocol generally adopted by renal physicians. All patients requiring
renal dialysis should however also be counselled thoroughly on this type of
care as it is not in all cases where the quality of life may be enhanced as
we read that at times the uremic symptoms may be improved but other

vasculopathies remain.

Lastly, as it was the case with the PMTCT programme and the HIV/AIDS
prograrnme, consideration should be given to establish a renal care
programme, fashicned along the Medicare programme, to look after renal
care service in the country. The number of renal care units arising in the
-country under the auspices of private industry e.g. some pharmaceutical

companies may be required to look after the public service clients.

Although over 12 years old, this case still has relevance to the people of
South Africa. Reflecting back on it gives us an opportunity to reconsider
issues such as the fair distribution of medical resources, the role of the
public sector in health care, decisions concerning who decides i a
treatment is futile {and why), and the respect for a patient’s view on the

quality or not of his or her remaining life. In this thesis, | have attempted to
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highlight these and other ethical issues in the legal context of the case of

Thiagraj Soobramoney versus the Minister of Health KZN (1987}.
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ANNEXURE B

GAUTENG PUBLIC HOSPITALS THAT PROVIDE RENAL DIALYSIS SERVICES

Name of the Haemodialysis Peritoneal
Hospital Dialysis
Chris Hani X X
Baragwanath

Dr. George X X
Mukhari

Steve Biko X X
Academic

Charlotte Maxeke |x X
Johannesburg

Academic

Helen Joseph X X
Kalafong closed

Tembisa no no
Natalspruit no

Sebokeng closed

Tambo Memorial no

Leratong X

Heidelberg no

Kopanong no

Germiston no

Dr Yusuf Dadoo ne

Tshwane District no

Mamelodi no

Pholosong no

Jubilee no

Odi no

Please note that the indicator ‘x’ stands for these hospitals which have renal

dialysis
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