LONG-TERM CARE FOROLDER PEOPLE IN SOUTH AFRICA: THE ENDURING LEGACIES OF
APARTHEID AND HIV/AIDS.

Abstract.

This paper sets out a general framework for analysing long-term care (LTC) systems for older
people in different countries and then applies this framework to a specific national setting.
The paper considersthe extentto which South Africa’s emerging LTC system conformsto
broader patterns observed acrosslowand middle-income countries and howfarithas been
shaped by more local effects. Itfinds that patterns of demandfor LTC vary across different
racial categories. Despite having lower rates of ageing that the white population, Africans
accountforthe majority of LTC demand. Residential services cater primarily for older whites
andthereisawidespread perceptionthat LTCfor Africans should be afamily responsibility.
Acrossthe sectorthereisevidence of gapsinservice availability, limited state oversightand
uneven service quality. In 2016 this led to a high- profile political scandal which may prompt
more effective state responses to this growing societal challenge.

Introduction.

Thispaper providesacase study ofthe developmentofalong-termcare (LTC) systemina
single country, South Africa, andrelatesitto wider experiences inlow and middle-income
countries (LMICs). Inso doing, the paper makes two conceptual contributions. First, it
developsageneralmodel of LTC systems, whichis applicable to allcountries. Second, it
establishesaframeworktodistinguish between globaland more specificinfluencesonthe
nature of these systems.

The World Health Organisation (WHO) argues that all countries should have a LTC system of
some kind, defining these broadly as:

“Activities undertaken by others to ensure that people with or at risk of a significant ongoing
loss of intrinsic capacity can maintain a level of functional ability consistent with their basic
rights, fundamental freedoms and human dignity” (WHO, 2015: 127).

Adding:

“.. long-term care systems refer to all these caregivers and the settings in which they
operate, aswellasthe governance and support services that can helpthemintheirroles”
(op cit, p.128).

Accordingtothe WHO definition, LTC systemsdonotjustinclude organised, formalservice
provision, butalso coverinformal actors, suchasfamilies and social networks. This paper
takesasimilarapproach, butdoesnotadopt WHO’s normative premise thatLTC systems
are defined in terms of positive outcomes, acknowledging that LTC systems can sometimes



generate neutral or negative effects. Inotherwords, instead of definingan LTC systemas
“what should be out there”, the paper defines it in terms of “what actually is.”

Itis useful to distinguish between three broad elements that make up any LTC system -
demand, provision and outcomes. Growing demand for LTC is increasingly a global
phenomenon. United Nations data showthatthe populations of mostLMICs are nowageing
rapidly, with especially sharp increases in numbers of people at very old ages (Table 1).
Within older populations, there are strong associations between age, frailty and limited
function (Harttgen etal, 2013). Itis estimated that between 2015 and 2050 the number of
people in LMICs with dementia will more thantreble (ADI, 2015). By strict definition, any
country containing dependentolder people hasaLTC system, evenif adequate careis
largely absent.

The provision element of LTC systems encompasses many different components and there is
considerable national diversity in how these are combined. Comparisons across OECD
countriesshowlarge variationsinterms of overall spendingon LTC, the relative importance
of state, private sector and family provision and the specific kinds of services being offered
(OECD, 2011). National variations have been explained in terms of differences in state
ideologies, culture norms and pre-existing welfare systems (Pfau-Effinger, 2012).

Giventhe variety across high-income settings, itis to be expected that LTC provision will
take diverse forms across LMICs. However, current analysis of LTC provision these countries
is hampered by a lack of robust, comprehensive data (Lloyd-Sherlock, 2016). This has
encouraged anumber of broad observations. On one hand, itis sometimes claimed that
larger households and stronger norms of intergenerational solidarity mean families are
better-placed to meet care for older people thanin high-income countries (Brijnath, 2012).
Onthe other, there are accounts that rapid modernisation (defined loosely) is undermining
“traditional” family care-giving, through a range of effects, such as population mobility,
changing household structures, female roles and cultural norms (Sinunu et al, 2009; Cheung
WongandLeung,2012). Thereisalsoevidence ofaveryrapid andlargely ad hoc extension
offormalservices(Sasatetal,2013; Camaranoetal.,2010). Forexample,in Argentinathere
were fewerthan 200 residential care homes operating inthe 1980s, but by 2015 there were
over 6,000 (Lloyd-Sherlock, Penhale and Redondo, 2018).

Thethird, and most neglected, element of LTC systemsrelates to outcomes, including for
both care-givers and care-receivers. WHO (2015) argues that LTC systems should aspire to
enhance the functional status and quality of life of older people, wherever possible. In
practice, outcomesfordependentolderpeople should be understoodasaspectrumranging
fromWHOQ’s laudable aspirations to more negative ones, including reduced quality of life,
the abuse of basicrights and avoidable mortality. Systematic data comparing the effects of
LTCsystemsonthese outcomes are notavailable for OECD countries, and evenlessfor
LMICs. However, there is fragmentary evidence from some LMICs that LTC systems expose
significant numbers of dependent older people to different forms of neglect and abuse
(Lloyd-Sherlock, Penhale and Redondo, 2018; Giraldo-Rodriguez etal, 2015). LTC systems
cangenerate arange of otherimportant outcomes, most notably for people engaged as



care-givers,bothonapaidorunpaidbasis. lthasbeenwidely observedfor OECD countries
that this is an overwhelmingly female, low status workforce (OECD, 2011).

Given growing demandfor care in LMICs, there is an urgent need for a stronger evidence
base on LTC systems. This should include national case studies to evaluate whether
emerging systems conform to general patterns or are shaped by more specific contexts.
South Africawas selectedin partforopportunistic reasons, emerging from aseparate piece
of desk research commissioned by UN Women. However, country selection also reflected an
a priori hypothesis that specific features of the South African context would significantly
influence the form of its emerging LTC system. These features include Apartheid and its
raciallegacy, ageneralised HIV epidemic and a state thatinvests substantialresourcesin
redistributionist welfare programmes. The paper does not systematically assess how
representative the South African experience is of other LMICs, as there is insufficient
detailed research on most other countries to permitrobust comparison. Instead, we aimto
assess the validity of our analytical approach for examining South Africa’s LTC system, with a
view to its potential application to research elsewhere.

The paper does not draw on original data, relying instead on published studies, grey
literature and mediareporting. By the standards of other LMICs, this material is relatively
abundantfor South Africa. Nonetheless, the analysis revealsimportantgapsin whatis
currently known aboutthe country’s LTC systemwhichinitselfisasignificantfinding. The
following section explore in more detail potentially relevant aspects of South Africa’s
historicaland developmental experiences, followed by sections focussed ondemand,
provision and outcomes of the LTC system.

A unigque national context for LTC.

For countrieslike South Africa, LTCfor older people is seenasamodern challenge, butthe
specific nature of that challenge is strongly framed by historical effects. For example, the
legacies ofthe former Apartheid system continue to exert powerful effects onmost aspects
of society and public policy. Apartheid was formally implemented in the late 1940s, with
legislation discriminating against different racial groups, including geographical segregation,
employment discrimination and different entitlements to services (Feinstein, 2005).
Officially, Apartheid came to an end in 1994 with the election of the African National
Congressgovernment. However, suchwastheimpactof Apartheid thatits effects continue
to shape the country today. For example, per capitaincome of Africans (who account for
around 80 per cent of the national population) is around an eighth of that for whites (who
account for around 9 per cent) (Gradin, 2013).

Coinciding with this political transition, South Africa saw the arrival and rapid escalation of
the HIV/AIDS epidemic (Shisana et al, 2012). Between 1990 and 1998 the proportion of
antenatal clinic attendeestesting positive for HIV rose from under one per centto 22.8 per
cent. Prevalence is currently estimated at around 20 per cent for the total population, with
280,000 deaths related to HIV/AIDS in 2010. Mortality is concentrated among younger age
groups, due to lower prevalence among older people (around 4 per cent for bothmenand



women aged 60 and over). This effects the age structure of the population and the
compositionofhouseholds, withrelatedimplicationsfor LTC. Since 2012therapidextension
of anti-retroviral therapies (ART) has led to a fall in HIV/AIDS-related mortality, down to
180,000 ayearin2015. However, the socialand demographic legacies of the epidemic will
endure for several decades to come.

Understandably, health policy has mainly focussed on HIV/AIDS, and associated issues such
as TB and reproductive health. Thisfocusis, however, growingly out of kilter with South
Africa’s main epidemiological challenges. Despite the scale of the HIV/AIDS epidemic, the
leading causes of deathandillness in South Africa are nownon-communicable diseases,
suchasstroke, heartdisease, canceranddiabetes(Mayosietal,2009). Forexample, South
Africa hasthe world’s highest reported prevalence of hypertension (Lloyd-Sherlock et al,
2014). Inpartthis high prevalence may be due to an elevated risk of arterial hypertension
forpeopletaking someformsof ART (Calo etal, 2013). NCDsremainrelatively neglectedin
South Africa and this forms part of a wider neglect of health conditions of relevance to older
people. For example, specialist gerontology training was recently removed by the South
African Nursing Council fromits required nursing qualifications. In 2010 South Africaonly
had eight registered geriatricians for a population of nearly four million people aged 60 or
more. Where they exist, relevant health services are concentrated in more prosperous
urban areas, reflecting a geographical distribution of hospital infrastructure established
under Apartheid (Mooney and Mcintyre, 2008).

More specifically, there is very little research or policy focus on dementiain South Africa.
There are noreliable surveys of prevalence ofthe condition and awareness ofthe condition
islimited, even among health professionals (de Jager etal, 2015). Thereis evidence of alink
between HIV and dementia risk, including for populations receiving ART treatment (Robbins,
etal2012). Atthe sametime, the roll-out of ART means that increasing numbers of people
with HIV are surviving into later life. Consequently, the prevalence of dementiaamong older
South Africans may be significantly higher than in countries less affected by HIV/AIDs.

Thelack offocus on non-communicable disease and geriatric health has several potential
consequencesfor LTC. First, they contribute tolevels of care dependencyinold age. For
example, exposure to uncontrolled risk factors such as hypertension increases the incidence
of conditions such as stroke, which are a major cause of disability in later life (Maredza, et
al, 2015). Second, the limited training of nurses in primary health centres represents a
barrier to the development of integrated health and social care systems for older people,
especially in ruralareas.'

Amore positive legacy of South Africa’s pasthas beenthe emergence ofabroadly universal
welfare system, including non-contributory pensions (known as “Old Age Grants”) paid to
the large majority of older people, regardless of race. Before 1994, the value of benefits
varied by racialgroups, butthey were subsequently harmonisedatapproximately US$110
dollars amonth. Itis claimed that the social pension does not just benefit older people, but
ispooledacross entire households (Duflo, 2003; LIoyd-Sherlock etal, 2012). In settings of
highunemployment, they may representthe onlyreliable source of householdincome and



canencourage family membersto live with older people to share the pensionincome
(Hamoudi and Duncan, 2014; Schatz et al, 2015).

Taken together, pension pooling and care of AIDS orphans have generated a strong focus on
therole of older Africans as carers of other family members. Thisis alsoreflected in public
policy. Sagner and Mtati observe:

By emphasising the poverty-alleviating function and the development orientedrole
of socialassistance moneyingeneralandold-age pensionsinparticular ... the state
also stresses the ‘rightness’ of pension sharing.... The state-supported ideology of the
moral virtue of pension sharing and of the ‘natural’ selflessness of old-age
pensioners dominates much of the public discourse on older people.

Theextenttowhich pension-sharing isalways aconsensualprocessisamootpoint(Lloyd-
Sherlock, Ayiga and Penhale, 2018). More specifically, this focus on older Africans as carers
has over-shadowed concerns about meeting the needs of those older people who are
themselvescare-dependent. Thiscanbe seeninthe publishedliterature which, as shown

below, includes a substantial body of work on the former issue and almost nothing on the

latter.

In sum, South Africa’s complex historical experience has given rise to a unique context
whichhas arange of potentially significanteffects onits LTC system. Thefollowing sections
assesstheseeffectsonthethree elementsofthis system: demand, provisionand outcomes.

Racial dimensions of demand for long-term care.

Thereis abroadrelationship between old age and the likelihood of requiring care, and this
link becomes more pronounced beyondthe age of 70 (WHO, 2015). Table 2 shows thatthe
number of South Africans aged 70 and over will roughly double between 2015 and 2040,
reaching 3.5 million people, and that a disproportionate share will be women.

TABLE 2 ABOUT HERE

Rather than a single trend of demographic transition and population ageing, it is more
instructive to look at the experiences of racial categories separately. Even before the
formalisation of Apartheid, the demographic profiles of racial groups were very different.
For example, between 1940 and 1950 the total fertility rate for white women was 3.5,
comparedto 6.5for all otherracialgroups (Chimere-Dan, 1993). Africans have historically
experienced much lower levels of life expectancy than other racial groups. In 1997 life
expectancy at birth was 77 years for white women, compared to only 55 years for black
women (Kinsellaand Ferreira, 1997). These long-run demographic differences between
racial groups continue to affect patterns of population ageing today. The HIV/AIDS epidemic
has also had ademographicimpact, especiallyamong Africans. In 2012, itwas estimated
that 15 per cent of Africans were HIV positive, compared to only 0.3 per cent of whites



(Shisana et al, 2014). HIV/AIDS mortality has been concentrated among younger adults and
children, which will have increased the percentage of Africans in older age groups.

Table 3compareslevels of populationageing for differentracial groupsin 2014 and shows
that whites are disproportionately representedinthe oldestage groups. This indicates that
historical variations in fertility and life expectancy between racial groups more than
counter-balanced racial variations in age-specific HIV/AIDS mortality. Nevertheless, Africans
stillaccounted for around two-thirds of the population aged 70 and overin 2014. The racial
composition of South Africans aged between 50 and 69 indicates that whites will account
for a shrinking proportion of the oldest old in future decades.

TABLE 3 ABOUT HERE

Relationships between chronological age and dependency are variable and reliable
estimates of care dependency rates are not easily obtained (WHO, 2015). Table 4
summarises data from a nationally-representative survey of older people. It refers to
differentaspects of care dependency, with higher rates associated with rurallocation, older
ageandfemale sex. Since more womensurvivetoolderagesthanmen,female sexdoesnot
exertanindependent effect. Table 4 shows that a quarter of South Africans aged 70 and
over reported difficulty with self-care: equating to 433,000 people in 2015.

TABLE 4 ABOUT HERE

Assuming that age-specific care-dependency rates do not vary by racial groups, older
Africanswould accountfor aroundtwo-thirds of long-term care demand. This assumption
would, however, appear to be far from valid. Data from the 2011 National Census shows
that the share of older Africans reporting severe difficulty with self-care was more than
double that for whites, and they were four times more likely to report severe cognitive
impairment (Statistics South Africa (2014). Thisisinkeepingwith studiesinother countries
that showa strong link between early life disadvantage and the risk of care dependencyin
later life (Bowen, 2009). Despite being more likely to need them, the census shows that
Africans were less likely to use assistive devices or medication to manage chronic
conditions: forexample, only 22 per centused glasses, compared to 80 per cent of whites.

Despite the acknowledged link between HIV status and dementia risk, there is little
information onthe prevalence of dementiain South Africa. Asurvey of 200 Africans aged 60
and over in an urban setting found dementia rates of around 6 per cent (de Jager et al,
2015). Given the growing rates of HIV prevalence among Africans (as ART extends survival),
itis likely that this group will be disproportionately affected by dementia.

In sum, the legacies of Apartheid and ongoing effects of the HIV/AIDS epidemic have done
muchto frame the racial dimensions of demand for care in later life. The African population
have beenless affected by demographic ageing than whites, but stillaccountfor agrowing



majority of people atold ages. Lifetime disadvantage and exposure toHIV-infectionhaveled
to higherrates of dependency and cognitive impairmentamong older Africans. As part of
efforts to resolve the discriminatory legacy of Apartheid, it might be expected that
governmentinterventions would devote disproportionate resourcesto the needs of these
historically-disadvantaged groups.

Long-term care provision for Africans: keeping it in the family.
In 2014 a prominent African politician commented:

Black and white are differentin terms of their culture and traditions. While whites
prefer to take their old to these homes for the aged, black people prefer to live with
their children and grandchildren and be taken care of up until they die."

Thisviewreflectswider sub-Saharandiscoursesaboutthe needtoavoidwesternnormsand
models of LTC provision (Aboderin, 2004). Itwould appear to be awidely-held view and to
have deep historical roots. For example, a survey of care homes conducted in 1998
observed:

Welfare and church organisations, mainly from the white population groups,
developed institutional care within their own cultural background to take care of
their older people (Perold and Muller, 2000: 87).

Theimplication ofthis observationis thatracial traditions of LTC were substantively
different, and rooted in fundamental cultural differences.

Thisviewis oftenjustified in terms of variations in living arrangements between different
groupsofolderpeople. Table 5 presentsdataonlivingarrangements, bygenderandrace
for 2001 and 2011. Older Africans are much more likely to live in extended/complex
householdsthan older whites, although the proportion hasfallen somewhat since 2001.
Despite this, itis noteworthy that 17.7 per cent of older African were living alone in 2011,
with the proportion rising to over one in five older female Africans.

TABLE 5 ABOUT HERE

Relationships betweenliving arrangements and older people’s accessto care from family
members are not straightforward (Schatz et al, 2015). For example, the category
“extended/complex households” includes skip-generation households (where grandparents
live with a grandchild aged under 15, but no adult children). It has been estimated that at
least 15 per cent of Africans aged 60 and over were living in skip-generation households
(NoumbissiandZuberi, 2001)."Assuch, livingwith childrenandgrandchildrenmayhave as
much to do with older people providing care as with their accessto care. These dataon
livingarrangementscallinto questiongeneralised claimsthatalmostall older Africans have
direct access to family support.



While caring for older Africans may be viewed as a family matter, there is little research or
policy debate about how well families are providing care. Rather than by LTC, the main
focus on older Africans’ family relations has been framed by concerns about HIV/AIDS.
Thereisalarge body of researchand policy focussed ontherole of older people, particularly
women, as carers for adult children who are ill with HIV/AIDS or their surviving
grandchildren (Ardingtonetal, 2010; Kimuna and Makiwane, 2007). Thisis oftenframedin
terms of a somewhat stylised narrative of heroic grandmothers caring for vulnerable
children within skip generation households (HelpAge International, 2005). It has been
estimatedthat South Africa containedas manyas 1.2 million AIDS orphansin 2005, andthat
up to 40 per cent of them lived with their grandparents (HelpAge International, 2003;
UNAIDS, 2006). This suggests that a very high proportion of older people, especially Africans
who have been worst-hit by the epidemic, have been left with the sole responsibility for
raising young children.

While there is some truth in this representation, it needs some qualification. First, in many
casesthesegrandmothersareagedintheir40sor50sand are therefore better describedas
middle agedthanin later life. Althoughthe prevalence of skip-generation households has
increased with HIV/AIDS, this was already a common household structure among rural
Africans, as children migrating to cities would leave their children behind withgrandparents
(Merli and Palloni, 2006). This historically-established grand-parenting role is likely to
continue in South Africa, despite recent reductions in AIDS-related mortality.

Some studies highlight the burden of care by grandmothers, in terms of physical and
emotional health, as well as financially (Schatz, 2007; Schatz and Gilbert, 2014). However,
there is atendency to frame family relations in broadly altruistic terms which does not
coincide with wider evidence of prevalent domestic violence. For example, itis widely
observed that older people share pensions with household members and some
commentators claim that this enhances the social status of the older person within the
household, potentially increasing their authority to call on care from other household
members (Sagner, 2000; Barrientos and Lloyd-Sherlock, 2002). Yetthere are growing
indicationsthat pension sharingisnotalways consensualandinsome casesamountsto
financial abuse (Bigala and Ayiga, 2014).

Some studies report that older women voice expectations they will go on to receive care
from children or grandchildrenin return for the support they themselves provided (Schatz
and Seeley, 2015).However, publishedresearchonfamily careforolderpeopleisextremely
scarce. Oneimportantexceptionis Nyirenda et al (2015) who conducted a survey of 422
people aged 50 and overin householdsin rural Kwazulu Natal where amember was either
living with or had recently died of HIV/AIDS. The survey demonstrates high level of inter-
dependency in households, with most respondents reporting that they both gave and
received care from other family members.

There are indirectindications that many long term care needs, particularly of more affluent

older people of all races, are met by paid carers at home, rather than in an institutional

setting. South Africahas strongtraditions of paid domestic service, especially by Africansfor
whites (Fish, 2006). Itis estimated that there are nearly three million paid carers and that



domestic staff previously engagedin duties such aschildcare and housework are being
requiredtotakeoneldercare duties (Lundand Budlender, 2009). Thereisaconsiderable
presence of private elder care agencies advertising on the internet, but there is no
systematic data about the scale of this sector or the quality of care it provides.

Public policy supporting home care is mainly limited to a “Grant-in-Aid” benefit to older
peoplewhohavebeenassessedas“requiringregularcare”.In2012 68,000 benefitsworth
around £17 a month were being paid out, at a total cost of £14 million (Department of
Social Development, 2012). This is equivalent to 4 per cent of the populationaged 70 or
overandinmostcasesislikely torepresentonly asmall part of actualhome care costs. As
such, it can be viewed as a somewhat tokenistic intervention.

Overall, the basisforthe viewthat most older Africans have accessto adequate LTC from
family members would appear very flimsy. Moreover, it considerably simplifies and
essentialises cultural differences across racial groups (which is itself a legacy of Apartheid).
There areindicationsthatnotall Africans conformtothis stereotypeddiscourse. According
to an African voluntary worker, interviewed as part of a larger study:

The government does not want this type of home for elderly people. It says thatin
our culture elderly people are the responsibility of the community. They must be left
intheir houses andrelatives and friends mustlook after them....Butwhenwe leave
them at night criminals come in and not only rob them but also beat them up, rape
them and in some instances, kill them (Protasia and Torkington, 2000:143).

Formal LTC services: Apartheid’s heavy legacy.

South Africa contains alarge number of residential care homesfor older people, including
over400 carehomeswhich are on official registers. Historically, the use of care homeswas
heavily concentrated among white older people. In 1982 the percentage of White South
Africansliving in state-subsidised or private old age homeswas the highestinthe world, at
11 per cent of the population aged 65 and over (Seedat, 1984). By contrast, state and
private provision for other racial groups at that time was minimal. It has been claimed that
residential care for older people has become increasingly acceptable among richer Africans
(Chabeli,2003). However, supporting evidenceis notavailable, since the national census
does not include people living in communal establishments.

Residential care homes are mainly run by NGOs or religious organisations, and only eight are
rundirectly by local or national government agencies. The country has awell-established
and diverse network of NGOs and other third sector organisations, which play substantial
roles in many aspects of development, including the health sector (van Pletzen, 2014).
Historically, charitiesand churchorganisations have beenthe main providersof carehome
services forthe white population, albeit with considerable state funding. As demand has
risen, many of these organisations have seen rapid expansion.” Many NGOs operate within
abody called“Agein Action”, which claimsto representover 1,200 member organisations
and has over 30 offices across the country. Age in Action has close links with the national



Ministry of Social Developmentwhich provides a substantial part ofitsfunding. Registered
homes are entitled to apply for a state subsidy for individual residents, currently worth
around £100 a month. The Department of Social Development screens applicants according
to their level of frailty, family situation and economic status. In 2014 the total cost of this
schemewas£50million, indicating thataround 42,000 care homeresidentswerereceiving
subsidies (National Treasury,2015).

There have been mounting concerns about the cost of these care home subsidies and

efforts to rein them in (Department of Social Development, 2005). A government white

paper published in 1997 stipulated that state subsidised residential care should only be
made available for frail older people, but did not provide a definition of frailty. The monthly

value of the subsidy has beenreduced overtime and now only represents asmall part of the
total cost of residential care. It has been observed that the reduction in the value of the
subsidy has discouraged residential facilities from providing services to poor, frail older
people (who are eligible for the subsidy) and focus provision on wealthier older people (who
pay themselves) (Department of Social Development, 2005).

There is evidence that the racial composition of old age homes has as much to do with
discrimination as it does with purported cultural preferences. A national survey in 1998
found less than half of care homes admitted people from all racial groups, and over 45 per
centonly admitted whites (Perold and Muller, 2000). A government white paper published
in 1997 stipulated that the race composition of care homes should broadly reflect that of
the older population as a whole. However, there is little sign of progress. A survey of
Western Cape conductedin 2010 found that only four per cent of care home residents were
African (Department of Social Development, 2010). The national Department for Social
Development observed:

Allthe homes said that their admission criteriawere based on non-discrimination...
the practice of many homes was very different.... A few homes had residents of
different race groups, [but] this was a very small minority... In at least 10 homes
there was a physical separation between white and black residents and there was
evidence to show that the residents were not receiving the same quality and
standardofservice... Somehomesthathadonlywhiteresidentsindicated thatwhen
black families brought their relatives to see the place they never returned their
applications (Department of Social Development, 2010:40-41).

By contrast, more than half of care home staff were black and a separate study noted that:

Different home language orientation and cultural habits were often blamed for
misunderstandings and cultural conflicts[between staffandresidents]inoldage
homes (Perold and Muller, 2000: 91).

The limited available data point to wider concerns about the quality of services provided by
care homes and the treatment of residents. Whilst over 400 care homes are registered with
official agencies, itis thought thatthere are also growing numbers of informal, unregistered
care homes. According to a representative of the South African Human Rights Commission:



Wedon’'tknow precisely how many (unregulated homes) there are outthere, but we
knowthat people have atendency of opening their houses and converting them into
residentialhomesforolderpersons... InPretoriathere are aboutsix places operating
within a very small radius from one another and they are functioning without
control...Weare saying thatthese places needto beregistered so they comply with
standards.”

Additionally, state oversight of registered homes would appear to be very limited. For
example,inits2012-2015 Strategic Plan, the Department of Social Developmentreported
thatonly 13 of 412 registered homes had been assessed for compliance with norms and
standards (Department of Social Development, 2012). Anational survey of 405 regulated
homesin 2010 found that only a quarter of staff knew about official norms and standards
(Departmentof Social Development, 2010). Mosthomesreported they did notfeel suitably
equipped for residents with complex care needs such as dementia. Over afifth of care
homes never had accessto atrained nurse. There were indications of poor conditions for
care home staff, including low pay and a lack of managerial support (Department of Social
Development, 2010).

Itislikely thatthese unregulated care homes cater mainly for poorer social groups, such as
older Africans, by charging lower rates. Evenfor regulated care homes, information about
service quality is limited and often points to serious shortcomings. In a qualitative study of
one of the few official care homes catering for Africans, testimonies of residents were
suggestive of poor quality care and potential elder abuse (Chabeli, 2003, 25). These
accounts of poor care quality and residentabuse are echoed in numerous mediareports.
Despite these widely-acknowledged concerns, most regulated care homes were reported to
have long waiting lists for admission (Department of Social Development, 2010).

There is evidence of agrowing level of policy engagement and debate relatingto LTC
services, althoughthis remains strongly focussed on care homes and formal services for
richer sections of the older population. Anumber of legal frameworks for overseeing care
guality have been enacted, the most recent and significant of which is the South African
Older Persons Act, 2006." This Act provides a regulatory framework for the care of older
people One key objective is to shift the emphasis from institutional care to community-
based care, to ensure that older people remain at home aslong as possible. Anotheristo
regulatetheregistration, establishmentand managementofresidentialfacilitiesand other
services for olderpersons.

However, several aspects of the Act have been criticised (Malherbe, 2007). First, itmainly
focussesonresidential services, which as seenabove, are mainly provided to white South
Africans. Family and community care account for less than three pages of the Act, but
residential carereceivefive pages. The Act states that the state should only be responsible
forindigent, frail older people who lack relatives to care for them. The assumption would
seem to be that almost all Africans do have family support. The Act stipulates that
information, education and counselling should be provided to family carers, but does not set
out specific responsibilities or delivery mechanisms.



Second, the Actdoesnotinclude specific enforcementmechanismsto ensure the quality of
residentialandnon-residential LTC. As partofthis, some objectivesappeartobeunrealistic.
For example, the Act stipulates that older residents have guaranteed privacy, but this
contradicts the generally accepted official standard that homes can contain up to four
people inadormitory. The Act stipulates that no person may unfairly discriminate against
an older person applying for admission to a residential facility on the grounds referred to in
Section 9 (3) of the Constitution, but there appear to be no enforcement mechanisms.

LTC outcomes.

Directinformation aboutthe effects of South Africa’s LTC system on older people needing
care and those people who provide it is extremely scant, reflecting the limited policy and
academicengagementwiththisissue. Anumber of broad and more specificinferences can
stillbe made, however. For example, Africans’ more limited accessto assistive devicesis
likely to reduce theirindependence and quality of life. Likewise, the limited scope of state
supportforhome carersislikelyto bothincreasethe burden associated with care-giving and
reducethe quality of care provided. Overall, thelikelihood thatthe LT C systemis maximising
dependent older people’s functional status and quality of life is remote, barring some
exceptional cases.

Somewhat more information is available about the quality of formal care services and in
recentyears this has emerged as a high-profile political priority. In 2010 areport by the
South African Human Rights Commission observed that residential care was under-funded,
facilities were often in a poor condition and that few complied with official norms and
standards (SAHRC, 2010). In 2017 the Office of the Health Ombudsman published a report
withthe uncompromisingtitle “The Esidimeniscandal: No Guns: 94+ silentdeaths and still
counting” (Makgoba, 2017). Thisrelates to the transfer of 1,371 people from a state-run
hospital to a network of state-subsidised NGO LTC providers, and the subsequent
unaccounted deaths of atleast 94 of these people. The reportconcludesthatthese deaths
were unlawful and that the transfer of patients had been a “precipitate and disastrous”
cost-cutting exercise, noting: “Newly-established NGOs were mysteriously and poorly-
selected, poorly prepared, ‘notready’, their staff was nottrained” (Makgoba, 2017:2). The
report highlights the case of a 61 year-old patient who died with: “a wound to the head,
blisters aroundthe ankles...”. His family were only allowed to visit him on the veranda of the
carehome andweretold that he had died of unspecified natural causes”. The Ombudsman
was able to systematically review 38 of the 94 unaccounted deaths, of whom 15 were
diagnosedwithdementia. Ofthese 38 cases, 29 were African, two were coloured and seven
were white." [twas later revealed in a public hearing that another 59 people discharged
from the Esidimeni Hospital could not be located or accounted for, yet the Hospital had
continued to receive their pension payments.' The Esidimeni scandal prompted the
resignation of a senior health official, a public enquiry and considerable media attention. *
The Ombudsman’s report calls for more effective vetting and regulation of care providers,
andthismayleadto areassessmentofrelationships between governmentagencies and
subsidised NGO LTCproviders.



Discussion.

InSouth Africa, LTC competesagainstmany other pressing policy priorities, whichare often
related to the lasting effects of Apartheid and the impact of HIV/AIDS. While older people
are well-provided for in terms of pensions, their wider needs, including both health and
socialcare, are largely neglected. Thereisacontinued tendencyfor both researchersand
policy-makers to view older people as agents of family welfare, rather than as people with
their own vulnerabilities and care needs. Some progress has been made in shifting the
emphasis of state funding from supporting care homes (which mainly cater for richer
whites) to community-based caring, such as the provision of carer benefits. However,
spending on subsidies for care homesis around three times the amounts devoted to home
care cash benefits. Atthe same time, NGOs, most notably the Age in Action network, are
playing agrowing role in supporting poorer African family carers. Itis, however, evidentthat
the capacity of the state to regulate formal services and to support informal ones is
extremely limited. The private for-profit sector will probably become increasingly prominent
in future decades and, without more effective state action, will continue to offer services of
uneven quality.

Inequalitiesinthe LTC systemare strongly related tothe racial categorisations established
under Apartheid and many aspects of the system continue toreflect principles of Apartheid.
Thiscanbe seeninterms of service segregation, discrimination against Africans and the
privileging of older whites. Information about the paid LTC workforce is scarce, butitwould
appearto be overwhelmingly female and African. Itis to be hoped that the racial legacies of
Apartheid will diminish overtime, as aresult of focussed public policies, such as affirmative
action.

The Esidimeniscandal should notbe seenasanisolated aberration. Itis part of wider story
of how South Africa, just as in many other countries, the state is struggling to respond to
rapid increases in demand for social care. Although politicians frequently assert that
informal family care is the “African way”, there is growing evidence that families are
strugglingtomeetthisneedandalargely unregulated careindustryisemerging. Concerns
about the fiscal cost of institutional care have led to substantial reductions in state
paymentsto care homes and have hampered efforts to maintain service quality and avoid
abuse.

Giventhegapsinavailable information, specific, detailed policy recommendationswould
notbe appropriate. However, broaderlessonsinclude aclear needto promoteresearchin
this area, in order to generate a stronger evidence base to challenge generalised
understandingsof LTC, aswellasdemonstrate the speed atwhichneedforLTCisgrowing
and the needfor more concerted state action in areas such as regulating providers and
supporting family carers.

Conclusion.



The definition of LTC applied inthis paper and the distinction between demand, provision
and outcomes provide a helpfulframework for analysing the South African experience. In
the absence of similar case studiesfor other countries, itis not possible to make systematic
cross-national comparisons. Nonetheless, itis possible to make tentative observations
about how closely different aspects of South Africa’s LTC system conforms to (or differs
from) those in other LMICs.

Interms of demand, South Africa broadly conformsto a global trend of growing numbers of
people at older ages with functional limitations. At the same time, however, the South
African experienceis shaped bytheraciallegacies of Apartheid and the ongoing effects of
the HIV epidemic. Whites accountfor adisproportionate share of people atoldest ages, but
rates of age-specificfunctional limitationare higherfor Africans. Thisshows the importance
of comparing patterns of demand within national populations, and their relationship to
wider patterns of national inequality.

Similarly,emerging formsof LTC provisionin South Africaappear to share some common
features with those revealed by the limited information for other LMICs. The main, default,
form of provision remains unpaid family care, almost always provided by female relatives.
Thiswould appearto be auniversal experience (UN Women, 2017). Likewise, the rapid
growth of weakly regulated formal LTC services, offering services of uneven quality and
excluding people withmore complexcare needshasbeenreportedforseveralother LMICs,
including China, Argentina, Egyptand Thailand (CheungWong and Leung, 2012; LIoyd-
Sherlock, Penhale and Redondo, 2018; Sinunu, Yount, and El Afify, 2009; Sasat et al, 2012).
However, patterns of LTC provisionin South Africaalso have several distinctive features.
Policyis stronglyinfluenced by a powerfuldiscourse of racial difference, despite evidence
that this is not always matched by norms or behaviour. Policy is also shaped by an
overwhelming focus on the role of older women as care-providers for people at younger
ages. Thisinturnislinkedto awiderwelfare systemwhose emphatic focusis the provision
ofcashtransfers,including pensionsandcare grants, asameanstoenhancethewellbeing
of older people and their capacity to support others.

Itis notpossible to compare outcomes between South Africa and other countries due to the
extremescarcity ofdata. AcrossLMICs, thereare nowidelyreported LTC scandalsofascale
comparableto Esidemeni. This may reflect South Africa’s particular political environment
ratherthanan absence of similar experiences. The very limited evidence for other countries
pointstowider experiences of substandard care andhumanrights abuses(Lloyd-Sherlock,
Penhale and Redondo, 2018). Aswithdemandfor LTC and patterns of provision, there are
indirectindicationsthatoutcomesvary substantiallyacrossracialgroups, witholder Africans
disproportionately experiencing the negative consequences of inadequate care, and African
women the consequences of unsupported caregiving.

The South African case study presented here has many gaps, reflecting the limitations of
available data. Nonetheless, akey conclusiontoemerge fromthis paperisthe urgentneed
to conduct similar, systematic research into the LTC systems of other LMICs. Current
knowledge about service provision remains scant, encouraging generalised (and sometimes
politically convenient) assumptions about family caregiving. In many countries, these



assumptions may be increasingly out of touch with the reality of rapidly expanding and
increasingly diverse sets of care arrangements. In all countries, knowledge about the
outcomesof LTCsystemsisalmostnon-existent, reflectingagenerallylowpriority afforded
to the wellbeing and human rights of frail older people (Lloyd-Sherlock et al, 2016).
Ultimately, inallLTC systemsthe costis shared by differentconstituencies: the state, unpaid
or exploited carers and dependent older people themselves (through foregone wellbeing
due to inadequate care). There are indications that the second and third of these costs
vastly outweigh the first, but receive considerably less attention. Obtaining better
information onthe outcomes of LTC systems for carers and cared-for will be a vital first step
towardsimproving awareness aboutwho paysthereal price forthefailings of LTC systems.
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Table 1. Population aged 75+ (million) in less developed regions.

1990 54.0 2020 158.8
2000 77.6 2030 250.6
2010 115.7 2040 383.3

Source: United Nations Population Division 2015.

Table 2. Population estimates and medium variant projections by sex (1000 people)

2015 2025 2040
Males aged 70+ 574 613 1210
Females aged 70+ 1,157 1546 2238
Total aged 70+ 1,731 2,159 3,448
Total 70+ (% of total 3.2 3.7 4.3

population)

Source: UN Population Division 2015.



Table 3. Sex and race composition of different age groups (per cent), 2014.

All 50-59 60-69 70-79 80+
Africans 80.2 70.7 69.0 69.1 63.9
Whites 8.4 154 19.1 21.2 27.2
Coloureds 8.8 10.5 8.4 6.7 5.7
Asians 2.5 34 34 3.0 2.7
Female 51.2 54.3 56.4 61.1 66.0

Source: Statistics South Africa (2014).

Table 4. Indicators related to care dependency for people aged 50 and over.

Age 50- Age 70+ Women @ Men Urban Rural
69 aged 50+ aged 50+ 50+ 50+
% reporting some 29.7 50.7 37.4 29.3 31.3 38.4
difficulty moving
around
% reporting some 14.5 24.8 17.3 15.6 13.0 23.0
difficulty with self-care
(ADLs)
% satisfied withability  70.6 61.3 67.2 70.8 715 63.7
to perform daily
activities (IADLSs)

Source: calculated from He at al (2012).



Table 5. Living arrangements of people aged 60 and over by sex and population group (%).

Type Male Female African White
2001

Single person 11.7 17.7 11.4 31.6

Nuclear 40.0 10.3 16.1 54.0

Extended/complex 48.4 72.0 72.5 14.4
2011 Single person 16.7 23.2 17.7 33.0

Nuclear 39.5 13.2 174 52.6

Extended/complex 34.8 63.6 64.8 14.5

Source: Statistics South Africa (2014).

'There is no published study on this for South Africa, but separate research in Uganda demonstrates that
limited nurse training and awareness of NCD and geriatric considerably reduce older people’s accessto
services (Schatz et al,2017).

" http://www.news24.com/SouthAfrica/News/Old-age-homes-are-for-whites-Mabuza-20140413

" For Asians, whites and coloureds, lower rates of labour migration and AIDS mean that skip generation
households are very uncommon, with nuclear households the norm.

“Rand Aid, established in 1903 and now providing care for 1,800 people, is a good example of such
organisations (see http://www.randaid.co.za).
V»https://www.health-e.org.za/2015/06/05/unreguIated-oId-age-homes-may-be-on-the-rise/

' http://ww.justice.gov.za/legislation/acts/2006-013_olderpersons.pdf

I This paper uses the artificial racial categories that have been officially applied in South Africa. These (as all
racial categories) are essentially a social construction, but theirimportance in the country’s development has
been such that they are essential tools for analysis. The term “White” refers to people with European settler
origins; “African” refers to indigenous, dark-skinned groups; “coloureds” refers to people of mixed race;
“Asian” mainly refers to the descendants of indentured labourers brought from South and South East Asia. The
term “black” has traditionally referred to non-whites in general, although the political interpretation altered
somewhat with the inception of Black Economic Empowerment in the 1990s. This paper concentrates on
Africans and whites and has little to say about other racial groups.

" http://www.news24.com/SouthAfrica/News/59-life-esidimeni-patients-unaccounted-for-7-who-died-
remain-unidentified-20171012

" http://www.politicsweb.co.za/politics/esidimeni-zumas-refusal-on-commission-of-inquiry-m
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