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The incidence of end-stage kidney disease (ESKD) is increasing worldwide; however, because of resource

constraints, access to lifesaving kidney replacement therapy (KRT) remains limited in the state sector in

South Africa. National guidelines mandate that only patients who are transplantable be accepted into state

chronic dialysis programs. Once a patient is transplanted, there is an opportunity for a new patient to

access a chronic dialysis slot. Given the resource scarcity, the South African Constitutional Court has ruled

that rationing of dialysis is appropriate; however, this is not without cost both to patients and decision

makers. Patients, both adults and pediatric, are often placed on a palliative care (PC) pathway not through

choice but through circumstance. Renal supportive care (RSC) and PC involve an interdisciplinary

approach to manage patients with ESKD to ensure that symptoms are managed optimally and to provide

support during advanced disease. Innovative ways to address patient care at any age must be sought to

ensure nonabandonment and adequate care with our limited resources.
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T
he incidence of ESKD is increasing worldwide, with
the poorest populations contributing to the highest

risk.1 The Global Burden of Disease Study (2013) esti-
mated that 956,200 deaths worldwide were directly
attributable to chronic kidney disease (CKD), representing
a 134.6% increase since 1990.2 In South Africa (SA), the
burgeoning epidemics of HIV and noncommunicable
diseases, particularly hypertension and diabetes mellitus,
contribute to the growing burden of ESKD in the coun-
try.3 It has become a major public health problem with an
enormous economic burden. Despite the rise of CKD,
access to lifesaving KRT remains limited in the state sector
in SA in adult and even more so in pediatric patients
because of significant resource constraints.

Decision making regarding the provision of chronic
dialysis is contentious. The South African Constitu-
tional Court has ruled that rationing of dialysis is
appropriate, given the resource scarcity.4 The resource
limitations provoked national guidelines to mandate
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that only patients who are transplantable be accepted
into chronic dialysis programs in the state sector. In
many government facilities, dialysis slots are full, and a
new patient can only be accommodated once an exist-
ing patient is transplanted or demises. Because of the
difficulties involved in decision making, the Western
Cape province has developed specific guidelines for
selecting patients for KRT. These guidelines were
developed after extensive consultation with stake-
holders, including patient representatives and ethics
experts. The accountability for reasonableness
approach and the overarching ethical principle of
utilitarianism formed the backbone of this process.5

A retrospective review of patients presented to the
selection committee for chronic dialysis was conducted
at Groote Schuur Hospital, Cape Town, SA, a state
sector tertiary center. There were 564 adolescent and
adult patients assessed over a 5-year period (1 January
2008–31 December 2012). Half of the patients came
from low socioeconomic areas, and presentation was
often late with either overt uremia or fluid overload
occurring in 44.4% and 43.9% of cases, respectively.
More than half (53.9%) of the patients were not
selected for the chronic dialysis program.6 Conse-
quently, the majority of patients were placed on a PC
pathway not through choice but through circumstance.
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PC is an essential and increasingly recognized
component of health care. In alignment with the World
Health Organization universal health coverage, all pa-
tients of any age with ESKD (regardless of whether
dialysis is an option) should have access to the health
services they require to ensure adequate care for
themselves and their families.7 The World Health As-
sembly Declaration 67.19 states that PC is “fundamental
in improving quality of life” and there is an “urgent
need to include PC along the continuum of care.”8 PC is
also directly aligned with universal health coverage,
which states “All people and communities can use the
promotive, preventive, curative, rehabilitative and
palliative health services they need, of sufficient
quality to be effective.”9,10 Nonetheless, a PC approach
should not excuse government bodies from investing
in adequate renal services, exploring innovative
thinking such as public-private partnerships, and
supporting renal transplantation programs.

RSC and PC involve an interdisciplinary approach
involving the integration of nephrology (adult and
paediatric), PC, family medicine, pediatricians, and
social work to ensure that symptoms of ESKD are
managed optimally in a supportive framework. The
care should assist patients not able to gain access to
dialysis as well as provide care for patients when
dialysis is not the best option for the patient or their
families. There are recommendations that can assist a
clinician in deciding whether dialysis be commenced at
all or withdrawn.11 There are also patients on dialysis
or awaiting dialysis who may have severe bio-
psychosocial symptoms and require comprehensive
care to improve their symptoms and relieve suffering.
RSC/PC should be initiated timely in any chronic renal
patient whose life expectancy may be shortened and
not only at the very end of a patient’s life and should
include both advance care planning and end-of-life
care.12

SA: The Current Situation
The South African Health Structure

South African health care is composed of both private
and state health sectors. The private health sector is
composed of private-for-profit hospitals and general
practitioner practices and serves 36% of the popula-
tion. Private health care is funded on a fee-for-service
basis through either out-of-pocket payments or medi-
cal insurance schemes. Forty-six percent of all SA’s
health care expenditure is in the private health care
sector, with the major cost drivers being the private
hospitals.13

The state sector (government funded) is focused on
primary health care that is distributed in the district
health system. The district health system is further
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supported by regional state-run secondary, tertiary,
and quaternary hospitals. Care is free of charge for
those unable to afford it, but renal care, especially in
children and adolescents outside of major cities, may
not be readily available. Although the national gov-
ernment is responsible for national health policy, the 9
provincial governments are responsible for provincial
policy development and health service delivery.

Although there is a state-funded health care sector,
PC services are mainly found in community nongov-
ernment nonprofit organizations limited to only a few
recognized state hospitals in the country.14 In 2019, PC
guidelines were first introduced into the South African
Standard Treatment Guidelines and Essential Medicine
Lists for hospital settings and primary care ensuring
that PC essential drugs are made available. However,
PC is still not aligned with many life-threatening con-
ditions in these guidelines, including ESKD.15

Renal Care Across the Health Care Continuum

Globally, steps are being taken to integrate PC into the
care continuum of renal patients.16 However, innova-
tive ways to address patient care in a South African
setting are urgently needed to ensure adequate care
with our limited resources. A multidisciplinary
approach that identifies and tackles common problems
using shared skill sets across the care continuum is
imperative to ensure that all patients receive adequate
care at the right place and at the right time.

Nephrologists mainly work within a tertiary health
care setting and predominantly see patients who have
been referred from primary and secondary levels of
care. These clinicians are tasked with making complex
decisions on who qualifies for dialysis and thereafter
coordinating their ongoing care. Many nephrologists
feel unequipped with the knowledge and skills to
ensure excellent renal care for patients when dialysis is
not an option.16 RSC/PC is currently not a component
of the nephrology curriculum.

In contrast to tertiary care, primary care physicians
and nurses are at the forefront in making decisions on
which patients are referred to tertiary institutions and
commonly manage patients and families who do not
receive dialysis. Currently, in the primary care setting,
there is a lack of trained PC providers and limited PC
resources, expertise, and guidelines to palliate ESKD in
the South African setting.

Barriers to Providing This Care

There are numerous barriers that currently prevent the
optimal care of patients with ESKD in SA. First, there is
a vast disparity of access to KRT in the state versus the
private sector. The degree of disparity can be seen by
the dramatic increase in private sector dialysis facilities
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compared with the state sector. SA had a national renal
registry that collapsed in 1994 and was reinstated in
2014. During this period, there has been a 200% in-
crease in private dialysis facilities. In contrast, there
has been limited growth in the state sector, which
currently accommodates approximately 80% of the
population.17

Second, there is also a huge problem of late referral
for nephrology care, with most patients entering ter-
tiary- or quaternary-level care at the point of ESKD.
ESKD is often asymptomatic and a silent killer in both
adults and children alike. There is a lack of integration
of care between primary, secondary, and tertiary state
facilities in the country. Early identification and man-
agement of renal disease are essential at primary- and
secondary-level care because renal function preserva-
tion is vital in a system with limited access to KRT.
Third, trajectories of CKD are often difficult to predict.
Compounding this is a high use of health resources as
patients recirculate into services once the decision for
PC has been made. It also emphasizes the underuse of
home-based care and community-oriented primary care
workers.

Renal care may be localized in tertiary centers and
not available in the community, often requiring long-
distance traveling to a center far from home, espe-
cially in pediatrics where there are very few pediatric
renal centers (4 or 5 only) in the country.

Lastly, before the initiation of an RSC/PC consensus
workshop, there was a lack of any guidelines to assist
primary care physicians working in a South African
context to assist with patients with ESKD. A chal-
lenging concern from nephrologists has been that
providing guidelines may excuse government bodies
from investing in adequate renal services and sup-
porting renal transplantation programs. RSC/PC
guidelines should not be an excuse for poor care nor an
excuse for restricting dialysis. It is essential that
lobbying for more dialysis slots must remain para-
mount, and transplantation needs to be strengthened.

Pediatrics and a Unique Set of Challenges

Pediatrics has a unique set of challenges when it comes
to pediatric palliative care (PPC) and RSC. The decision
regarding dialysis modality, transplantation, and RSC/
PPC needs to be individualized. It will be influenced by
community infrastructure, family stability, financial
resources, existing health care systems, compliance
record, and quality of life. RSC/PPC should be
considered through a shared decision-making process.
However, it is essential that the nuclear family and, if
possible, the extended family be involved in the
decision-making process; this is true even for
adolescents.
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Neonates and infants with ESKD and additional
comorbidities have a poorer prognosis and are chal-
lenging from an access and surgical perspective. RSC/
PPC may often be the care pathway for many patients
in this group. Psychosocial support, including antici-
patory bereavement and perinatal advance care plan-
ning, should be integrated into the management plan
from diagnosis.18 PPC specialists are rare in low- and
low-middle income countries. Therefore, it is impera-
tive that the generalist pediatrician or neonatologist (or
general practitioner) assist with PC, thereby forming
part of the nephrology team.19 There is a heightened
recognition of the benefits of a palliative approach
across the neonatal, pediatric, and adolescent life span.
Many pediatric patients with ESKD may survive for
many years even without dialysis; thus, management of
their symptoms, growth, and schooling may need
attention. Another particularly vulnerable group is
adolescents who are reaching the end of their kidney
life span and require transition into adult services.
Unfortunately, there is still no government PPC policy
implementation in SA. PPC in SA is currently provided
by the nongovernmental organization sector.

Need for PC for ESKD in SA

The high demand for PC is never more recognizable
than in the current South African setting. Nephrology
is unique in that the rationing strategy is overt, and
clinicians need to regularly make tough decisions to fill
open dialysis slots. There have been policies developed
to integrate PC into the government health system, but,
to date, minimal funding has been available to start this
process.20 The lack of available KRT together with
limited PC services leave many patients and their
families unjustifiably suffering in their last days of life.
Besides the intense emotional trauma, this shortage also
leads to legal cases and complaints against the public
health care sector for not providing dialysis or appro-
priate care once dialysis is withdrawn or denied.4 This
is compounded by the moral injury experienced by
medical teams in which the feeling of abandonment of
their patients within the system is profound.21

Creation of the RSC/PC Guidelines in SA

The integration of PC within renal care is an active
process. Clear RSC/PC guidelines are required to assist
with optimal care within the context with which we
practice. In Cape Town, a process of consensus was
undertaken between multiple stakeholders from across
the country including nephrology, primary-level care,
PC providers, patient family members affected by
ESKD, and hospital management to create a consensus
statement to assist with RSC/PC. It was salient that the
document remained cognizant of the unique challenges
Kidney International Reports (2021) 6, 568–573



Table 1. Key points from the “Renal palliative and supportive care in
South Africa–a consensus statement”

1. Prognostication and communication around ESKD with patient and families

2. How to manage breaking bad news and serious illness conversations

3. Patient-centred decision making within the multidisciplinary team

4. When to consider a conservative pathway in patients with ESKD

5. Strategies on how to preserve residual kidney function

6. Symptom management for patients with ESKD: including validated scoring tools

7. Advance care planning and managing end-of-life care

8. Service provision and collaborative care–models of how to provide care

9. Dedicated section for pediatrics (including neonates and adolescents)

10. Future areas of research

ESKD, end-stage kidney disease.
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and resource constraints faced in SA.22 Table 1 outlines
the key topics that were included in the document.

The main areas discussed included decision making
regarding the initiation of KRT, symptom management
and complications of ESKD, communication with pa-
tients and families, advance care planning, preservation
of renal function, service provision, and collaborative
management of end-of-life care. During this meeting, a
consensus was reached; however, the multiple barriers
to care were identified. The guidelines have been
circulated and are currently being used at all levels of
care.

Possible Ways to Create an RSC/PC Platform

Health care use in advanced CKD is high. A prospective
study including 2 ESKD cohorts (i.e., dialysis and
supportive care only) reported a high use of acute care
services in the last year of life. The majority (79%)
visited the emergency department, multiple visits were
common, and 84% required in-patient admission.23

There are limited data on the cost effectiveness of
RSC frameworks22; however, there is a well-established
cost benefit in oncology.24 RSC/PC may decrease hos-
pitalizations, intensive care, and emergency depart-
ment admissions. The aim is to reduce the deaths in
acute care facilities through better symptom manage-
ment and planned care pathways.23 Further research
evaluating cost and health outcomes in ESKD is
required.

Cost benefit needs to be analyzed in terms of per-
sonal cost as well. The burden experienced by families
has been reported in the literature including significant
physical, emotional, social, and economic dimensions.
An integrated service from the commencement of
dialysis until death and into bereavement to support
families was reported as an option to improve clinical
care.25

Models of RSC/PC also need to coordinate care for
patients with multiple comorbidities who are treated
across different health care settings by numerous care
providers. Perceived barriers reported by primary care
Kidney International Reports (2021) 6, 568–573
physicians to collaborate with nephrologists include (i)
a lack of adequate information exchange, (ii) unclear
roles and responsibilities, and (iii) limited access to
nephrologists. Family physicians expressed a desire for
better communication tools and clear CKD care plans.26

Proposed models of care need to be cost-effective
with strong collaborative efforts and teamwork. In a
resource-limited setting, upskilling staff from all health
care levels through education and exposure is essential.
A multidisciplinary RSC/PC service could serve as a
platform to expand training. Additionally, it will in-
crease exposure and awareness of the need for PC. It
would be ideal for the team to include a nephrologist,
primary caregiver (general practitioner/family physi-
cian), PC physician, social worker, and nursing staff.
This clinic could be established at a tertiary center,
with primary health care physicians rotating through
the service and nephrologists supporting community
physicians with outreach. Once a care plan is formu-
lated, then it could be continued at primary-level care
including home-based services.

Improved communication is essential between all
health care levels. This can be achieved with a simple
patient booklet (roadmap), which would detail
advanced care planning and current treatments. Elec-
tronic health platforms are also becoming increasingly
used. Technology (e.g., Zoom/Skype) can link off-site
health professionals to the expertise of the RSC/PC
multidisciplinary team. This could assist with complex
clinical and symptom management.

The effectiveness of using a Web-based approach
to deliver health care interventions has been
demonstrated27,28 and recommended as a medium to
help increase awareness and improve capacity
regarding the provision of PC.29 Ireland reported on
their creation of an eHEALTH information resource
for family carers supporting a patient receiving PC.
The information needs of the families included
knowledge on the condition, medication, patient
hygiene, nutritional care, and contacts for support
(emergency and emotional) for both the patient and
the carer.30 This could act as a tool to connect family
and relatives to resources and support structures
in both the private, public, and nongovernmental
organization sectors.

The team approach is essential. This includes home-
based care and community nurses and may involve
trained volunteers as a possible innovative solution.
The presence and availability of nurses has been found
to be crucial for the success of a volunteer’s program.31

Upskilling community-based nurse practitioners to
train, monitor, and supervise lay counselors, volun-
teers, or home-based carers remains a viable option to
enhance care within our communities.
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Continued advocacy is essential for RSC/PC to grow.
In the state sector, adequate resource allocation,
lobbying for restricted medications accessible at all
levels of care (i.e., morphine, gabapentin, and fentanyl
patches), and the development of expertise within this
field is essential to grow and encourage an environment
for skills development.32 Further research is essential in
this growing field to improve RSC/PC for patients and
provide the basis for policy development.33,34 Key areas
that have been identified for review include guideline
uptake, validation of prognostication tools within our
unique SA-specific context, and future comparison of
symptom burden after the implementation of PC
platforms.

SA is a country with huge socioeconomic and health
disparities, but the omission of palliative care in ESKD
in all health sectors can be regarded as an abuse of
patients’ basic human rights.35 The ethical principal of
beneficence, to alleviate suffering for patients and
families, by including PC in the continuum of care is
essential. Ensuring nonabandonment is also critical for
optimal care of patients with ESKD. It is important to
emphasize that PC should not be an excuse for
improving preventative and curative medicine.

Conclusion

The increasing need for improved RSC/PC led to the
first consensus statement in SA, which has been pub-
lished.22 This was a monumental first step in providing
education regarding the fundamentals of RSC/PC for
health care providers. The guidelines focus on prog-
nostication, communication strategies, advance care
planning, and treatment for adults and children with
ESKD. Importantly, it also discusses strategies to opti-
mize service provision in a resource-limited environ-
ment. For RSC/PC to flourish in SA, there needs to be
commitment from the government, hospital manage-
ment, pharmacy, and medical insurance companies to
support this fundamental aspect of patient care. The
consensus statement gives clinicians a scaffold to pro-
vide patients with better care and to challenge existing
practices.
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