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Abstract

Palliative care in the sub-Saharan Africa (SSA) region despite some progress
made since the first hospice was opened in Zimbabwe in 1979, still lags far be-
hind that of countries with developed economies, and relatively suffers from
not being wholly included into mainstream public health service delivery in
SSA. The situation is made worse due to relatively poor and pervasive socio-
politico-economic factors and the challenge of the changing and increasing
non-communicable disease epidemiology in SSA countries. This situation re-
sults in a tension between scarce resources and service needs/provision which
prevails in a good number of SSA countries. In large part the situation where
palliative care, end of life and the death trajectory converge in SSA countries
currently portrays one of scarcity of resources and suffering for those ill SSA
patients who need the services. This article is an overview of the current situa-
tion as pertains to palliative care services in the SSA region and some of the
factors that contribute to or perpetuate the current state of palliative care de-
livery in SSA countries.
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1. Introduction

End-of-life (EOL) care issues in lower and middle income countries (LMIC) es-
pecially in Sub-Saharan Africa (SSA), can be problematic compared to EOL
management standards in developed economy countries [1] [2] [3]. This situa-

tion is influenced by socio-economic problems, a relatively high infectious dis-
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ease burden and an increasing chronic disease burden [4], and hence different
national healthcare priorities and policies in LMIC, especially SSA countries.
This state of affairs potentially places EOL care in the LMIC in a lower policy
priority compared to other national healthcare sector policies. Except for cases
of terminal diseases in the young and working groups EOL matters most often
are issues linked to the elderly population strata in countries with developed
economies, where one meets a lot of chronic and co-morbid chronic illnesses
and or a relatively higher incidence of cancers [5] [6]. This is not necessarily the

case in SSA countries.

2. Contributory Factors to the Current EOL Situation in the
SSA Region

2.1. Mortality and Morbidity Factors

Mortality and morbidity indices for countries tend in general to be unfavourable
in LMIC especially in SSA countries and are not necessarily predominant in the
older age strata compared to those of developed economy countries [4] [6] [7].
This is due to some factors that have been previously mentioned as contributing
to poor EOL care in those countries. In addition to those factors already men-
tioned, other contributory considerations include health behaviour and illness

locus of control factors and human and material resources etc.

2.2. Traditional Beliefs, SSA Communitarianism and Locus
of Illness Concept

Especially for SSA countries an important consideration impacting on EOL care
matters and hence palliative care service delivery is the traditional/cultural be-
liefs and practices (CBP) about illness and death and EOL [8] [9] [10], relatively
complex factors compared to health and illness behaviour in most developed
economy countries. Generally CBP in most SSA settings around issues of
death/EOL or death trajectory are centred around the concept of community [8]
[9], a belief in spiritism and or witchcraft or evil spirits [9] [10], and the concept
in some instances of the departing individual being a bridge between the de-
parted (dead) and the living community [8] [9] (more on that in a later section).
SSA CBP is largely based on the concept of communitarianism, where individual
patient decisions in a good number of instances take on a “relational” aspect,
involving family [11] [12] [13]. This relational aspect may even be extended to
an inter-relational one, whereby the family members of the patient on the death
pathway albeit deemed mentally to have capacity to make decisions, may choose
to overstep the patient and engage the health care professionals (HCP) as to pa-
tient EOL related matters. A situation that may be considered privy to the pa-
tient in developed economy country settings. This may create a clash between
the ethical principle of respect for the patient’s autonomy, communitarian prac-
tices and the doctor-patient relationship and confidentiality, raising issues of
conflict for the treating HCP.
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Another dimension of this is the patient/community view/understanding of
health behaviour and inherently illness locus of control [10] [14]. This is impor-
tant as illness locus of control and illness behaviour go hand in hand in most
cases to determine how patients look on and respond to their illness, and hence
EOL management in cases of terminal illness. Hence in a good number of SSA
countries belief in sprits and witches as illness causative factors [8] [9] [10], may
determine where terminally ill persons go to seek help/treatment. Terminally ill
patients at EOL may then end up with the witch doctor without access to appro-

priate in most palliative care instances.

3. Current Extent of Palliative Care Practice in SSA Countries

Palliative care at EOL in SSA countries can be considered a mixed picture, with
most SSA countries without any service, few in various stages of development
(mostly on paper plans, or with a few declared professional interest) [1] [2] [3].
Since the first recorded palliative care service was set up in Zimbabwe in 1979
[15] the Eastern SSA Sub-Region (Tanzania, Uganda, Kenya) as well as the Re-
public of South Africa (RSA) have forged a path towards setting up Services,
other services are being set up in other parts of SSA [16] [17]; albeit most not yet
up to standards of those in developed economy nations. In a good number of
these settings, palliative care is actually being undertaken in the community by
family members given some basic training by non-governmental organisations,
and not as a mainstream public health initiative [18]. In short the situation in

SSA countries is one of relative scarcity of palliative care services and resources’.

4. SSA Healthcare Delivery, CBP and the Relation to EOL

Traditional views and cultural systems in SSA countries with the pervasive belief
in spiritism, gods and witchcraft and their role in illness [9] [10] impact on SSA
citizenry views on the death trajectory, terminal illness and management of EOL.
This could even be reflected in the practice habits of healthcare personnel (HCP)
in such a setting, were he/she to belief in spirits, gods and witchcraft-which in-
evitably happens in some cases. In such a situation selling conventional allo-
pathic driven palliative care tenets to EOL patients in such settings can be any-
thing but challenging. Attitudes of fatalism and determinism may intervene or
come into play, creating additional levels of complexity.

There are many anecdotal stories from SSA countries healthcare settings (I
happen to have first-hand knowledge in my native African country). There have
been several incidents where on a patient’s own wishes, but many a time on the
urges of relatives, terminally ill patient’s in hospital ask to be discharged primar-
ily because they are “going to seek alternate help”, most times with premature
adverse outcomes. Even in current times the influence of tradition/culture is still
real. Conversely, it can sometimes be the HCP managing terminally ill patients
who because of their own entrenched cultural beliefs will ask families of patients
on the death pathway to “take the patient home”. Decoded this interprets as
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“there is not much the HC team can offer from the point of view of allopathic
medicine, so take the patient home and try something else (traditional medicine,
witch doctors etc)”. This clearly is not the attitude in most developed economy
countries where when terminal patients are being discharged home appropriate
transitional care arrangements will be put in place, to ensure evidence based ap-

propriate community palliative care [19].

5. Changing Demographics and EOL in SSA Settings

SSA demographic make-up is slowly but gradually changing to reflect a relatively
small but ever growing elderly population compared to the previous years’
“pyramid” character [20]. I doubt though that most SSA health systems are
ready for a gradually growing older generation. As mentioned earlier along with
ageing comes a relatively higher prevalence of chronic, often debilitating chronic
diseases, relatively high rates of cancer [5] [6] [7] and by extension increasing
demand for specialised EOL care linked to disease burden of aging. Combining
this challenge of slow but emerging demographic change with the tradi-
tional/cultural attitude of SSA countries towards the death pathway and EOL
management shows the magnitude of the challenge facing these countries, where

palliative services implementation is concerned.

6. Problem of Socio-Economic Poverty and Resource
Scarcity on EOL in SSA Countries

Despite some progress, most SSA countries continue to face socio-economic
problems as well as relatively poor governance, which inadvertently impacts on
resources (human, financial and material) [4] meant to shore up and maintain ap-
propriate and credible healthcare delivery (including EOL and palliative care ser-
vices). This pervasive situation contributes to and compound problems leading to

inequalities in health [4] and healthcare delivery and services, including EOL care.

7. Ethical Dimension of Lack of or Relatively Poor Palliative
Care/EOL Services for SSA Citizenry

Compared to the citizenry of developed economy countries the reality of day to
day living for most SSA citizenry is relatively tough though not necessarily doom
and gloom. The several challenges to human personhood in these settings in
large part is that of a relatively large vulnerable population ready to fall “through
the web of vulnerability”, paraphrasing from Tronto [21], where there is no
“safety net” to break the fall. In such a situation existential problems pose a
threat to human dignity. Extended to the death trajectory in situations of pallia-
tive care/EOL in SSA settings, EOL can be difficult with the suffering index rela-
tively pronounced compared to those in the developed countries. Such a situa-
tion poses a heightened risk for SSA HCP towards developing moral distress and
compassion fatigue [22], in carrying out their day to day task. The impact of
socio-economic and caring pressures combined with the collapse of the often al-
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luded to SSA community support network [23] means that the growing needs of

carers involved in SSA palliative care delivery must also be taken into account.

8. Discussion

In ensuring appropriate and adequate palliative care services along the death
trajectory for EOL patients in SSA, health policy makers, managers and carers
are faced with hard choices against other coexistent population health needs [4].
In such a setting competing factors of the type of “needs versus resources” gives
rise to “tensions” which call on HC managers and policy makers to make hard
choices. The pressing needs of high infant/maternal mortality, human immune
deficiency (HIV) high prevalence rates and emerging deadly zoonosis disease
(example, Ebola) etc [6] [24] frequently leads to the situation where the devel-
opment of appropriate but under-resourced palliative care services is deferred
indefinitely for future consideration (hopefully), or be non-existent. In this sce-
nario SSA healthcare systems may consider palliative care services to be an ex-
otic speciality/service need more suited to the developed economy countries (at
least for now). Unfortunately terminal illnesses, and consequently death are not
a preserve only of countries with developed economies but an inevitable occur-
rence in all socio-economic systems. For all the reasons enumerated previously
that stand in the way of SSA countries from providing evidence based EOL ser-
vices, and hence effective palliative care services in these settings; most SSA citi-
zens potentially face a bumpy death trajectory that can be characterised as one of

suffering of patients and scarcity of resources.

9, Conclusion

Despite competing healthcare systems demands in SSA counties because of the
“needs versus resource” tensions, health care policy makers/managers in SSA
countries need to work on the issue of a dignified, death trajectory at EOL that is
as free of pain and suffering as possible for its citizenry, whilst continuing to bat-
tle the ravages of preventable and chronic illnesses known to contribute to high
mortality and morbidity. In so doing they should be careful not to be caught up
in setting up EOL or palliative care services that will assume a “business role”, as
opposed to a value based palliative care system. In developing viable “develop-
ment appropriate” palliative care services, SSA countries can seek assistance
from organisations in developed economies with the appropriate experience and
expertise in setting up appropriate cost saving palliative care systems, especially
in the public health sector. For the citizens of SSA countries who are challenged
day to day by existential difficulties the creation of a working, ably managed pal-

liative care service may allow them find peace and dignity at EOL.
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