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E E South Africa (SA) still faces the legacy of apartheid:
=, the history, politics and economics have a lasting,
indelible effect on the health of its people. Here, we
E discuss the challenges of caring for patients with
chronic disease, focusing on paediatric systemic
lupus erythematosus (SLE), as a framework for evaluating the
structural challenges to accessing care in SA. Prior reports have
demonstrated numerous factors influencing access for SA patients
with chronic disease.!"! This article explores the economic, social and
political vestiges of apartheid as it affects the healthcare system and
subsequently, our patients.

SLE is a life-threatening autoimmune disease, which we will use to
highlight the challenges of identifying and treating chronic diseases
in SA. Paediatric SLE (pSLE) is more severe than the adult disease,
and children with SLE in Africa are potentially at high risk for poor
outcomes based on race and age.”” We have initiated a study of
the pSLE population in SA. Over half of the cohort presented with
severe manifestations, such as renal failure or stroke, at time of
diagnosis, leading to serious and irreversible organ damage in many
of our patients. We propose that postapartheid and related economic
obstacles may delay the diagnosis of pSLE and other chronic
diseases, leading to advanced disease burden and poor outcomes.

Access to care in SA is a complex outcome with many facets. This
analysis borrows a model from the world of economics: the theory of
transaction costs used to explain market failures.”’ The transaction
cost of travel (including risk of travel, time and expense) often creates
a barrier to market participation. Utilising this theory of transaction
costs, we describe the personal and economic pressures that drive
medical access decisions in postapartheid SA. Through this model,
we will attempt to understand the factors that limit access to care.

SA is a low-to-middle-income country, yet the income disparities
are vast. The Gini coefficient (a measure of income inequality
ranging from 0 to 1) grew in postapartheid SA from 0.56 in 1995
to 0.76 in 2005, although it did decrease slightly to 0.7 in the most
recent report.” Other studies have highlighted the effects of
poverty on health, and the detrimental effects of income disparity
on the health of SA." During apartheid, laws and policies were
put in place that targeted the marginalisation of black African and
coloured people.*®’ Through a series of legislative acts, including
pass laws and the Land Act, black African families were relocated to
rural areas."” The infrastructure of roads and these laws combined
to limit access and mobility for people of colour. This has led to
a fragmentation of land, services and access, often according to
racial and socioeconomic status. The vestiges of that system have
continued consequences for the poor of those areas today.""

Previous studies have linked the length of travel time and access
to care. Limited availability of ambulances creates a travel barrier,
as emergency care may be unable or unwilling to enter informal
settlements. Roads and addresses in these areas can be poorly
marked or nonexistent. Maternity studies highlight this problem:

most women who delivered outside of a facility did so while waiting
for emergency transport. Interviews revealed that ambulances can or
will not attempt to enter their settlements."” A study of patients with
chronic disease revealed that ambulance disrepair and poor staff
availability are also causes for lack of emergency transport options."

There is no reliable system of centralised public transportation
in SA. Public transportation safety is a serious concern.” One
study revealed that 64% of South Africans were dissatisfied with
personal security on the walk to train stations and on the trains
themselves.'"" In 2011, there were over 5 000 deaths in SA from
traffic accidents.”” Minibus taxi users were the most unsatisfied
about safety from accidents (67%), lack of facilities (64%), and
lack of vehicle roadworthiness (60%)." Poor people living in rural
areas are least likely to have access to a private car, yet may not have
emergency vehicle or public transport options available in times of
illness.

Cost for transport further compounds this matter. Minibus taxis
are expensive relative to income and are not subsidised by the state.
In almost half of the poorest households (monthly income <ZAR500,
~USD50 equivalent), it is shown that members spend more than 20%
of their income on public transportation at baseline."”

In addition to fees, time is often an underappreciated cost. In one
study, if transportation time exceeded 1 hour, there was a marked
decline in a patient’s likelihood to seek care."” Travel time is often
underestimated, as many roadmaps are inaccurate, and variations in
the rainy season and other hindrances can turn a 5-km walk into a
10-hour trip. Studies have shown that in SA, the average wait time in
clinics is 150 - 160 minutes.">"” This time is additive with the travel
time to the clinic.

A final invisible cost to consider is job security. SA has a high
number of migrant workers and day labourers. The time spent
waiting for transport and care can translate into a day of missed
work. Without job security, this may mean loss of livelihood. Current
estimates of the unemployment rate are 27%,"* therefore a lost job is
unlikely to be restored.

Transportation cost may be a more prominent obstacle in seeking
healthcare for initial symptoms of chronic conditions. These first,
milder symptoms can continue unchecked until they develop into an
emergency."Y When patients present with advanced disease, it may
have caused irreversible damage, leading to anger and frustration.
This can result in a cycle of distrust between the patient and
providers (Fig. 1).

Reflecting on all the major costs listed above, it is remarkable that
families under these circumstances ever access healthcare. In our
study, the majority of children have severe damage, such as blindness
or renal failure. We recognise that the costs of transportation, both
visible and unseen, may be just one component of delay in care. Based
on the evidence presented in this article, it seems likely that the cost
of transport will prove to create a barrier to care, and addressing this
impediment could improve the care of chronic disease in SA.
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Fig. 1. Conceptual framework of barriers to healthcare access.

*Note: All categories of race described in this
article are utilised according the scheme used
by Statistics SA, and include the following
groups: black African, coloured, Indian/
Asian, white and other.
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