EDITORIAL

Dementia in rural South Africa: A pressing need for

epidemiological studies

E [ E Dementia is a growing public health concern globally,
+1, with total estimated worldwide costs per year at
USD604 billion in 2010.0 With older age being a
E major risk factor for dementia, the increasing numbers
of older adults worldwide will increase demand for
services to diagnose, treat and care for people with dementia (PWD).
Little is known about the prevalence of dementia or its impact on
older adults living in low- and middle-income countries (LMICs) in
Africa, including South Africa (SA). Furthermore, there has been little
research into the aetiology and risk factors in LMICs. The need for
studies to investigate these factors in SA is therefore critical.

Primary dementia is a non-communicable disease (NCD) or
syndrome, usually of a chronic or progressive nature, caused by
neurodegeneration in the brain that affects a range of cognitive
domains including memory, language, orientation and executive
functions. As a result, behaviour, mood and the ability to perform
everyday activities are affected. Although dementia mainly affects
older people, itis not a normal part of ageing. Alzheimer’s disease (AD)
is the most common form of dementia in older adults and possibly
contributes to 60 - 70% of cases.”’ Other major varieties include

vascular dementia, dementia with Lewy bodies and frontotemporal
dementia. In SA, disorders associated with neurodegeneration such
as traumatic brain injury, alcohol dependence and HIV infection
are affecting increasing numbers of older adults. There is also a
growing burden of disease from NCDs such as diabetes, heart disease
and obesity resulting from increasingly unhealthy lifestyles and
diet, which contribute to dementia risk.®! Dementia causes a loss of
independence and is overwhelming for individuals living with the
condition, their carers and their families. Comorbidities and frailty
become increasingly common as dementia progresses, requiring
more health, social and home/community care services.

Worldwide prevalence
Recent estimates are that there are approximately 44 million PWD
worldwide, with 60% of these living in LMICs. This percentage is
predicted to rise to 71% by 2050, with expected increases between
134% and 146% in Latin America, North Africa and the Middle
East. Projected increases for sub-Saharan Africa are between 70%
and 90%. This relatively modest increase is consistent with limited
demographic ageing owing to high child and adult mortality and the
HIV epidemic.”” Estimated age-standardised dementia prevalences
for individuals aged >60 years have been reported for 21 Global
Burden of Disease regions,!"! with a four-fold variation in prevalence
from 2.1% to 8.5%. The 10/66 Dementia Research Group conducted
a multicentre study in ten LMICs that included Nigeria but not SA.
The dementia prevalence using Diagnostic and Statistical Manual
of Mental Disorders, 4th edition (DSM-IV) criteria was 3.9% for
persons aged over 60 years.") With the 10/66 screening algorithm,
prevalences were higher, ranging from 5.6% to 11.7%, being lowest
in rural China and India and highest in Cuba. The difference in
prevalence with different diagnostic criteria was reportedly due
to lack of sensitivity of the DSM-IV for less severe cases. Cases of
dementia generally progress in severity over time, which calls for
earlier detection.

Research on dementia conducted in sub-Saharan Africa indicates
a higher prevalence in urban v. rural areas. The prevalence ranges
from 2 - 3.7% in rural Nigeria and Benin to 6 - 7.6% in cities in

Central Africa.!”! The differing prevalence ranges may reflect the
methods employed in the studies, or differences in genetic, familial,
environmental, cultural or educational factors in the regions studied.
AD risk due to the ApoE4 allele is weaker for Yoruba Nigerians than
for African Americans,” and it is not known how genetic risk varies
among other African populations. Moreover, milder dementia may
be underdetected in LMICs because of low awareness, the high levels
of support routinely provided to older people, and reluctance to
report social and occupational failings to outsiders. These factors all
contribute to difficulties in establishing a diagnosis.

Dementia prevalence in SA

There is a paucity of published research on the prevalence of
dementia in SA.®) A survey of individuals aged >60 years in
residential homes found 7.9% with dementia; this was not, however,
a population prevalence study. The University of the Free State, with
the 10/66 Group, investigated dementia in an urban black community
and reported a higher than expected preliminary prevalence of
approximately 6% in a small sample of 200 older persons.”

Prevalence of HIV-associated
dementia

There is potentially a growing epidemic of dementia in older South
Africans, especially among those with HIV infection. The prevalence
of HIV-associated dementia (HAD) is 15 - 30% in untreated
populations with late-stage disease, presenting with neurocognitive
impairments, emotional disturbances, and motor dysfunction.!
The prevalence in individuals receiving highly active antiretroviral
therapy (HAART) is 10%, with an annual incidence of 1%. The
prevalence of less severe forms of HIV-associated neurocognitive
disorder (HAND) is 20 - 30%.!"! Prevalences are higher among
people accessing HIV care in sub-Saharan African countries with
a high HIV seroprevalence. Prevalences of 42% for HAND and
25% for HAD were reported among individuals starting HAART
in primary care centres in Cape Town," with all study participants
being in later stages of HIV infection. Cognitive disorder in HIV is
particularly important in view of associations with poor adherence
to HAART, faster disease progression and mortality."? It is difficult
to quantify the impact of numbers of people with dementia and of
the age distribution of dementia cases in the region. Given an adult
HIV seroprevalence of 15 - 25% in southern African countries, it is
conceivable that most patients with dementia in the region are likely
to have HAD.'!

Services for PWD in SA
It is anticipated that by 2030 the proportion of the SA population
aged >60 years will have increased to 11%," with a concomitant
rise in cases of dementia. However, the level of awareness and
preparedness for the detection and costs of dementia care in the
country is low, particularly in rural areas.

In 2011, SA had fewer than ten geriatricians and fewer than five
specialists in old-age psychiatry for a population of 3.8 million
persons aged >60 years."" Basic curricula for training of health
professionals in screening and diagnosis of dementia, and of social
workers and other practitioners in management and care options
for PWD, are limited. Dementia is often unrecognised by primary
care practitioners, with signs and symptoms often ascribed simply
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to old age. As in many LMICs, primary level healthcare concentrates
on treatable diseases. Health and social services often fail to meet
the needs of older persons, especially those with mental health
problems and dementia.” In rural areas, the burden of HIV cases
on the health system results in limited access to good treatment for
PWD." Dementia drugs to improve cognitive function and treat
underlying depression and/or behavioural disorders are expensive
and unavailable on the Essential Drug List, and are therefore beyond
the reach of the majority of older persons.

A great need for family support and care services for problems
encountered with daily living and behaviour has been identified. A
study in Cape Town found that 79% of a memory clinic’s clients were
being cared for by family members, some of whom had given up
their jobs to do so.®! Caregiver stress is highlighted as an important
factor in dementia care in LMICs, even in traditional cultures where
family care is regarded as the norm.' There are problems with
access to care for older persons in urban areas, but the situation is
worse in rural areas, where more than 40% of the SA population live
and where service provision is fragmented and often severely under-
resourced. If dementia and its associated behavioural symptoms
are poorly understood in rural communities, there is the risk that
individuals with dementia may be stigmatised, with their symptoms
ascribed to witchcraft, ostracised and subject to abuse. The policy
on ageing in SA promotes deinstitutionalisation and limits state-
subsidised residential care, so that no more than 2% of frail older
persons who are in need of 24-hour nursing care are catered for."”!
The national dementia associations, Alzheimer’s SA and Dementia
SA, both non-governmental organisations (NGOs), do provide
informal education and support for carers and pursue activist roles
to improve both policy and services. Similarly, a few other NGOs,
including religious groups, provide services for older people.

The paucity of epidemiological data in SA makes it difficult to
advocate for improved services or prioritisation of funding for
dementia studies. Research on prevalence and risk factors pertinent
to the local population is needed to estimate the public health burden
of dementia. Increased knowledge about dementia will enable
earlier detection and diagnosis of this NCD. Thereafter, healthcare,
interventions and support can be implemented and improved. This
is particularly relevant at the present time in SA, as the government
plans to introduce a National Health Service with National Health
Insurance, and it would be timely to ensure that services for older
persons are incorporated.

The following are needed now to address dementia in SA:

« Robust prevalence data using culture-fair screening tests

« Earlier diagnosis and intervention options

« Destigmatisation and increased awareness

« Increased preparedness and service provision

o Integration of older persons needs and rights into national
health policies across all sectors, e.g. health and justice, adequate
protection of vulnerable PWD from abuse and neglect

o Prioritised research funding

« Education at all levels, including communities, to better manage

PWD and enable them to live meaningful and purposeful lives
o Training and skills development for healthcare providers

o Career advancement for professionals in geriatric medicine and
related disciplines.
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