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Abstract

Context Palliative care (PC) in most African countries remains under-assessed. Benin has piloted the implementation
of a set of indicators proposed by the WHO to measure PC development.

Objectives To examine the current status of PC in Benin.

Methods A workshop with stakeholders was organized to assess the WHO indicators in the Beninese context. Indica-
tors were rated based on relevance and feasibility, data sources were agreed upon, and a survey was adapted. Data
were collected between March and May 2023.

Results There is emerging community involvement in PC through the presence of patients'rights promoters, as well
as a political commitment expressed in the National PC strategy, the inclusion of PC services in the list of basic health
services, and an assigned national authority —within the Ministry of Health-responsible for PC. Although no PC-
oriented research has been documented, the celebration of the National PC Conference represents the first step

to ground PC delivery in evidence. The reported annual consumption of opioids is 0.18 (ME) milligrams per capita,
349% of healthcare establishments have essential medicines for pain and PC, and 16.5% of patients with palliative
needs have access to oral morphine. To date, no medical or paramedical schools offer PC training, and there is no offi-
cial specialization in palliative medicine for doctors. PC is provided by 11 specialist teams (0.08/100,000 inhabitants),
none of which provides pediatric care.

Conclusion Despite growing political, professional, and community commitments to palliative care, there are chal-
lenges in education, research, essential medicines, and access to PC services.

Key message

This article describes the first macro-level assessment of the status of palliative care development in Benin. A set
of indicators adopted by the World Health Organization has enabled an understanding of the gaps in education,
essential medicines, and specialized services for an adequate provision of palliative care.
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Introduction

Palliative care has been recognized as a human right
and should be provided as part of integrated, people-
centered health services, paying special attention to
the specific needs and preferences of individuals [1].
However, according to the World Health Organization,
40 million people need palliative care each year, and
78% of them live in low- and middle-income countries.
Globally, only about 14% of people in need of palliative
care currently receive it [2].

To estimate the need for palliative care, a Lancet
commission report published in 2018 identified 20
health conditions that most commonly result either in
death or in suffering that is severe enough to require
palliative care intervention for people of any age across
the globe [3]. In sub-Saharan Africa, the burden of HIV,
tuberculosis, cancer, and other NCDs is particularly
great [4]. Moreover, there is growing concern that peo-
ple’s lifestyles, food preferences, and sedentary work-
ing habits on the continent are changing. Unhealthy
lifestyles could lead to an increase in the incidence of
life-threatening chronic diseases in Africa, thereby
increasing the need for palliative care [5].

In Benin, non-communicable diseases constitute the
most common cause of death, representing 53.36% of
all deaths. The prevalence of cardiovascular diseases
is estimated at 25.90%, and the most frequent cancers
are breast cancer (32,5%) and cervical cancer (16.8%)
[6—8]. Recent data from 2020 estimate that the num-
ber of cancer cases in Benin is 11,548, with a total of
4,662 cancer-related deaths [6]. Regarding some of the
most important communicable diseases that would
benefit from palliative care, the prevalence of HIV and
tuberculosis is estimated at 1.2% and 12%, respectively.
According to the Ministry of Health of Benin, 62,531
people are estimated to require PC [8]. In 2022, the
Lancet Oncology Commission recommended support-
ive and palliative care to update the national cancer
control plans in sub-Saharan Africa [9].

Coinciding with the 2014 World Health Assembly
resolution WHAG67.19, calling on Member States to
develop palliative care policies [8], the history of pal-
liative care in Benin started with the training in Uganda
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of two medical doctors from the Internal Medicine
department at National Center University Hospital
Hubert K. Maga (CNHU HKM) (Fig. 1). They estab-
lished the first two teams (at the CNHU-HKM in Coto-
nou and at the Comé Zone Hospital) and the Benin
Palliative Care Association (ABSP) with the support of
committed volunteers. Through the leadership of the
pioneers, in 2017, a unit for the production of oral mor-
phine solution from morphine powder was established.
In September 2018, in the application of the 2014 reso-
lution WHA 67.19, the government of Benin took own-
ership of the initiative, which fits in with ongoing health
reforms. Thus, on September 12, 2018, the Council of
Ministers of Benin decided to create the National Pal-
liative Care Program (PNSP). This Five-Year Palliative
Care Plan was developed in Benin in 2022, aiming to
make the country a palliative care model that can be
implemented not only in Benin but also adapted to sub-
Saharan African realities [8].

Despite these developments and the clear commit-
ment of palliative care pioneers, an evaluation of the cur-
rent situation that builds on previous evaluations [10, 11]
would allow a better understanding of the degree of pre-
paredness of Benin to match the population’s palliative
care needs. Using the report ‘Assessing the development
of palliative care worldwide: a set of actionable indicators’
[12] published in 2021, that provides a globally applicable
set of indicators, the objective of this study is to describe
the evaluation process and current situation of the devel-
opment of palliative care in Benin.

Methods

The evaluation process was led by the WHO Department
of Integrated Health Services Geneva, AFRO Regional
Office, and country office of Benin. These commissioned
the technical evaluation to a WHO collaborating center
(The ATLANTES Global Observatory of Palliative Care)
and in-country stakeholders. It serves as a pilot for moni-
toring palliative care based on the WHO report on indi-
cators [12].

The set of indicators contained in the WHO report
served as a starting point from which a six-step process
was contemplated: 1st ) meeting with Benin’s key stake-
holders to explain, validate, and adapt the indicators to
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Fig. 1 Main milestones in the historical development of palliative care in Benin
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the country’s needs, 2nd ) alignment with the country’s
health information system, 3rd ) implementation of data
collection/generation, 4th ) use of the data through a
national report identifying areas for quality improvement
and recommendations to strengthen palliative care, 5th )
end-of-project meeting with stakeholders to review the
results, and 6th ) action plan. In this article, we summa-
rize the first three steps of the results of the evaluation of
palliative care development in Benin.

Indicators

A 2-day workshop with academic support institutions,
national professional associations, program coordinators
from the Ministry of Health, including the Department of
Health Information, representatives from WHO country
offices, and NGOs, was held in Benin in February 2023
(Supplementary Table 1).

During the first day of the workshop, ATLANTES
explained the new WHO conceptual framework for
the development of palliative care (Fig. 2) and the con-
cepts behind all 14 indicators contained in the WHO
report (Supplementary Table 2), one by one, with 30
participants.
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This helped to understand, clear up ambiguities, and
adapt the indicators culturally and linguistically, as well
as to gain an overall validation of all six dimensions
of the new WHO conceptual model for palliative care
development.

On the second day, in order to understand both the
relevance and feasibility of the country, a shortened
list of 13 stakeholders representative of the Ministry
of Health, the World Health Organization, NGOs, the
National NCDs Program, main clinics, and the National
PC Association voted on the relevance (R) and feasibil-
ity (F) of the indicators. They were scored on a Likert
scale of 1 to 5 (1=least, 5=most) using SurveyMonkey.
Statistical measures such as the median, content valid-
ity index (capacity to evaluate the “development” con-
struct) and disagreement index (dispersion measure to
understand homogeneity of scores) were calculated. The
content validity index was calculated following Lawshe
et al. using the following formula: ((n voters with high-
est scores: 4 and 5) — (n total voters/2)) / (n total voters
/ 2). The score ranges from 0 to 1 and should be inter-
preted as adequate if it is above 0.80. The Disagreement
index (symmetry-adjusted inter-percentile rank) was
calculated following Fitch et al. as the ratio between the

RESEARCH

Fig. 2 WHO conceptual model
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inter-percentile rank (IPR) and the symmetry-adjusted
inter-percentile rank (SAIPR). The IRP is calculated as
the difference between the 70th percentile and the 30th
percentile and the IPRAS using the following formula:
IPRAS=2.35+1.5*IA, where IA is the asymmetry index,
representing the distance between the centre point of the
RPI and the value 5 (centre point of the rating scale from
1 to 9) The score ranges from 0 to 1 and should be inter-
preted in the following way: disagreement increases as
the value moves away from 0.

Although different scores were given by participants in
terms of relevance (R) and feasibility (F), scores were high
for all statistics calculated: median (R=5, F=4), content
validity index (R=0.85, F=0.23), and the disagreement
index (R=0.09, F=0.24) (Supplementary Table 1).

Data sources

Available sources of information were discussed during
the country meeting to align with existing country infor-
mation systems. The different authorities and representa-
tives discussed the best possible and precise data sources
for every indicator to reach an agreement (Supplemen-
tary Table 3).

Data collection

A survey exploring all indicators was prepared and
adapted in French, considering one new indicator (indi-
cator 7.1 of Supplementary Table 2) and cultural/lan-
guage issues throughout the questions. Questions were
edited to the best understanding of the Beninese context
and had a scale to respond according to the level of devel-
opment of that particular question: early, intermediate,
established, or advanced (see full survey). These levels
provide an in-depth description of their requirements
and is the result of a consensus of the PHC department
at WHO Geneva and the ATLANTES Global Observa-
tory of Palliative Care, based on previous progress cat-
egorisations (Clark et al., 2020). Data were collected by
the consultant (FG) with the help of the Coordinator of
the National PC Program (AA) following established data
sources (Supplementary Table 2).

Data were collected using a questionnaire designed
for the needs of the study (based on the indicators from
an international Delphi consensus process) [12], and
were therefore used for the first time. The question-
naire results are shown in Supplementary Table 4. For
the majority of the questions, stakeholders (as detailed
in Supplementary Table 3) were contacted by e-mail, tel-
ephone, and by a presential visit to the head office of the
institution when necessary (Coordinator of the National
PC Programme and focal point of the NCDs strategy for
indicator 1, and Deans for the Faculty of Health Sciences
and National Nursing Institute for indicators 11, and 12).
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In particular, for the availability of palliative care drugs,
a questionnaire (Word format) was sent electronically to
all head doctors at the health facilities. They were con-
tacted twice, a week apart.

All the data were retrieved in an Excel file using in
all cases strict security measures to guarantee confi-
dentiality. The completed forms were stored securely
on a password-protected computer at the Laboratoire
dépidémiologie des maladies chroniques et neurologiques
(LEMACEN) in the Faculty of Health Sciences. Access
was restricted to the consultant.

Data analysis

Data from the excel sheet were analysed using sim-
ple descriptive statistics or narratives depending on
the indicator. A tentative level of development was
assigned based on the value of the indicator (categories
were defined in the full survey). For indicators with sev-
eral attributes, the median was calculated to assign an
overall level for the indicator. Indicators with numeri-
cal responses and levels of development were classified
as follows: indicator 7 (advanced: >2 articles/100,000
inhabitants; established: 1-2; intermediate: 0,31—1;
and Early: 0-0,30), indicator 8 (Advanced>100 mg/
capita/year; established: 100 —30; intermediate: 30— 10;
and early: < 10) for indicators 9, 10, and 11 (advanced:
70-100%; established 30-70%; intermediate: 10-30%;
early: 0-10%).

The assignment of this level was justified and discussed
with the technical team (ATLANTES) in weekly meetings
between February and April 2023. In addition to the level
of development, a justification using either quantitative
or qualitative data was required to assess the final data.
As a result, the current situation of palliative care devel-
opment can be seen in the upcoming paragraphs, divided
by the six elements of the conceptual PC Framework.

Results

The main results are presented as a narrative by the
WHO dimensions of PC development following the
house model. The findings are summarized in Table 1.

Empowerment of people and communities

In Benin, there are several associations involved at both
national and local levels in the defense of patients’ rights
to palliative care such as cancer patient’s associations like
SOS Cancer Bénin or the «Fondation SPH contre le can-
cer. There is also a specialized professional association,
the “Association Béninoise de Soins Palliatifs (ABSP),
created in 2015, following the model of Hospice Africa
Uganda. The ABSP aims to promote PC by integrat-
ing clinical, psychosocial, and scientific aspects. They
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Table 1. Main data reported on indicators & level of development in Benin

WHO dimension

Research

Indicator Result | Level*
®  Attribute (when corresponds) Early Inter blished Ad d
! 2
Groups promoting the rights of patients in need of PC Yes, several ® ©®
National policy/guideline on advance care planning or directives? No @
National PC strategy with well-defined implementation framework
®  Existence? Yes
e Independent? Yes
o  Well defined interventions in quality PC? Yes

e  Community implication?

®  Published and disseminated?

®  Recognized by highest authorities?
e  Someone for its implementation?
®  Monitoring mechanisms

Inclusion of PC in the list of health services provided at primary
care

Yes, not all groups
Yes
Yes
Yes

Yes, not conducted

@ e @@@@@@@@I
CECNCNORORCONCNC)

@Booe@eOO @ O
8 oPEEcEEE @ ﬂ“

® Inclusion? Yes ® @
®  Monitored according to genre and socioeconomic No ® @
status?
National coordinating authority for PC within the MoH
®  Existence? Yes
®  Responsible for coordination, surveillance, and Yes
implementation?
®  Authority, budget and personnel? Yes
®  Operational capacity at subnational level? Yes
® Involvement of vulnerable populations? No
Existence of national congresses specifically dedicated to PC Yes
Research on PC relevant to the country: n of peer-reviewed No
articles
Existence of a research group dedicated to PC No
Reported annual consumption of opioids (mg/capita/year) 0,18
% of primary health centers with essential pain and PC medicines 34 %
% of patients who access immediate-release oral morphine per 16,5%

year
®  Hospitals? Urban? Rural?

15,9%, 30,8%, 9,7%

Proportion of medical and paramedical schools with PC training
® N medical schools teaching PC?

e N of nursing schools teaching PC?

Specialization in PC for physicians

0/2
0/2

No

Number of specialized PC teams in relation to population
®  urban locations?

e  rural locations?

®  public sector?

e  private sector?

e independent hospices?

®  homecare teams in the community?

Number of specialized pediatric PC teams?

*Levels of development: 1 Early, 2 Intermediate, 3 Stablished, 4 Advanced

11 (0,08/100000 inh.)
Yes, many

Yes, many

Yes, many
Punctually

No

In most the country

None

BoBoooccEEE © e co@e e ©06
ONCECN - EONCRC, - IONCECEECECIC CHCONONORCEECNC)

cEeclBgroooe 0 0O OO OO © ©
OOOOPOEEEOME ©Ceee OO EE BB
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coordinated information, education, and training activi-
ties for health structures to develop PC practices.

Regarding patient care planning, there are no specific
policies for PC, such as advance directives, substitute
decision makers, living wills, or advance care planning.
Guidelines are being developed by the National Program
for Palliative Care (PNSP), but have not yet been vali-
dated by the Ministry of Health. However, there is a law
on the protection of the health of persons in the Republic
of Benin that ensures the right of patients to information,
to accept or refuse treatments and medical interventions,
informed consent, and patient’s autonomy in any deci-
sion [13].

Policies

Benin has an independent national strategic plan for
palliative care, including an implementation plan and
budget: The Five-Year Palliative Care Plan in Benin
(PQSP 2022-2026). This plan is recent and has not yet
been actively evaluated. It constitutes a reference frame-
work for activities to be carried out to improve the qual-
ity of life of people with potentially incurable diseases,
reflecting the Beninese government’s desire to fulfil its
commitments to implement the Sustainable Develop-
ment Goals (SDGs).

Article 36 of the National Health law (2020-37 of Feb-
ruary 3, 2021, on the protection of people’s health in the
Republic of Benin) [13] stipulates that the state promotes
access to palliative care, meaning that PC is included in
the list of basic health services to be provided to the pop-
ulation. Additionally, there is a module devoted to pallia-
tive care in the training guide for community workers at
the national level. This guide is written by the National
Council for the Fight against HIV/AIDS, Tuberculosis,
Malaria, Hepatitis, Sexually Transmitted Infections, and
Epidemics (CNLS-TP), which is directly attached to the
Presidency of the Republic of Benin [14].

The National Palliative Care Program is within the
structure of the Ministry of Health and works to prevent
and alleviate the suffering of adult and child patients fac-
ing problems related to life-threatening diseases. The
National Palliative Care Program is headed by a coordi-
nator appointed by the Minister of Health.

Research

The first Beninese National Palliative Care Congress
was held from October 6 to 8, 2022 under the theme
“Palliative care, universal health coverage and develop-
ment” It was coupled with the celebration of the Sec-
ond World Palliative Care Day in Benin with the theme
“Healing Hearts and Communities” and is planned to
be conducted every year. The 2022 Congress was jointly
organized by the National Palliative Care Program
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(PNSP) and the Beninese Association for Palliative Care
(ABSP) under the sponsorship of the Beninese Minister
of Health. Although no publications specific to palliative
care were found in indexed databases, a new publication
published as an abstract in the abstract book is about to
be published [15, 16], and there is some clinical literature
concerning CNMU HKM [17] and a project to create a
PC-related research group led by PNSP.

Use of medicines

According to the INCB, the reported annual consump-
tion of opioids, excluding methadone, in oral morphine
equivalents per person in Benin in 2020 was 0.18 mg/cap-
ita/year. Of this amount, morphine represents 0.14 mg,
fentanyl 0.03 and pethidine 0.01, according to data from
the Walther Global Palliative Care Center (Indiana Uni-
versity) website. There was a peak in morphine consump-
tion in 2015.

Coordinators of health areas reported that 34% of the
healthcare centers across the country had pain and PC
medicines available. Non-opioid analgesics were avail-
able at 98.3% of health centers and non-steroidal anti-
inflammatory drugs were available at 99% (512/521 and
514/521, respectively), while opioids were available at
6.3% of healthcare centers (33/521). In particular, oral
morphine is available at those few centers where PC is
provided, and 16.5% of patients followed at the hospital
have access to oral morphine. Of the 44 hospitals, seven
(15.9%) reported the availability of oral morphine, with a
greater availability in urban hospitals (4/13:30.8%) than
in rural ones (3/31,9.7%).

Education

To date, neither of the two university institutions have
a compulsory or optional palliative care module in their
basic training. However, the Faculty of Medicine in Para-
kou is planning a module for palliative care from 2024.
In addition, at the National Medical and Health Institute
(INMeS/UAC), a training school for nurses and mid-
wives, a master’s degree in palliative care was created in
August 2021, but is not primarily intended for doctors.
There is no accredited specialization course in palliative
medicine for physicians.

Provision of services

The evaluation in Benin reported eleven specialized
palliative care teams are distributed as follows: Coto-
nou [2], Abomey [2], Aplahoué [2], Comé [2], Parakou
[1], Boko [1], Papane [1] (Fig. 3). Most were hospital
teams, but four teams provided care at home. Accord-
ing to the latest population data published by the
World Bank (12,996,895), the ratio of services is 0.08
per 100,000 inhabitants. The teams included at least
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Fig. 3 National distribution of palliative care teams

one doctor, one nurse, and one driver, and sometimes,
they also included volunteers and students. Although
there are no specialized pediatric palliative care teams,
Benin has two pediatric oncologists trained with the
help of GFAOP (Groupe Franco-Africain d’Oncologie
Pédiatrique) and a pediatric oncology unit located in
the Centre Hospitalier Universitaire Départemental-
Ouémé-Plateau in the city of Porto-Novo [8]. Accord-
ing to the Beninese Society of Pediatrics (SoBePed), at
their 5th Congress of to be held in Cotonou from 23
to 26 May 2023, a joint session between the Pediatric
Oncology Unit of CHUD-OP, GFAOP and SoBePed to
promote pediatric palliative care is planned.

Discussion

The results of this evaluation revealed an opportunity
for political and social will in Benin for the develop-
ment of palliative care. Political commitment seems
strongly settled thanks to the creation of the national
five-year palliative care program 2022-2026 [8], which
aims to work in four principal directions: axis (1)
strengthening governance, leadership, partnership, and
mobilization of financial resources; axis (2) improving
the availability of quality human resources in palliative
care at all levels of care; axis (3) development of the
supply of quality palliative care at all levels of the health
system, including in the community and at home; and
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axis (4) the availability of health products, technology,
infrastructure, and other equipment for the provision
of care at all levels. These four strategic axes match the
main challenges reported in this evaluation: the scarce
provision and coverage of both specialized and gener-
alist services, the nearly non-existent PC education,
and the unavailability and inaccessibility to the essen-
tial medicines for palliative care (even if oral morphine
solution is produced and given to patients for free in
some hospitals). Likewise, social will appears to be
catalyzed by the many associations devoted to defend-
ing and advocating patients ‘rights to palliative care. As
presumed in the latest conceptualization of palliative
care development, social involvement and partnership
in health is the basis for the foundation of palliative
care [18].

While palliative care-oriented research has not yet
advanced in Benin (except for some isolated clinical liter-
ature [11, 17]), the organization, in October 2022, of the
first congress on palliative care in Cotonou by the ABSP
and PNSP, shows interest in research and allows the dis-
semination of knowledge about PC. In fact, research in
due course is shown in the abstract book and at least one
is already an “in press” scientific article on the clinical
socioeconomic profile of patients followed by special-
ized PC teams in Benin [16]. As a result of the workshop,
several participants agreed to constitute a PC Research
group from which this study could be considered the first
result.

Compared to the 2017 evaluation [10], the number of
teams increased from 4 to 11, reflecting little access to
PC for citizens. Despite the better availability of opioid
medicines across health levels, consumption timidly rises
from 0.14 mg to 0.18 mg per capita, which is well below
the already low African average (1 mg/capita/year) or
global average (31.1 mg/capita/year). A noticeable change
in political will, a greater partnership from society in PC,
or these timid net improvements detected in 2017, are
insufficient to balance great shortcomings in education,
research, access to essential medicines, and training for
future healthcare professionals.

African reality generally shows a similar situation,
characterized by an uneven distribution of PC services
across the continent (concentrated in Uganda, South
Africa, Rwanda, and Kenya) [19-22], about 20% of coun-
tries lacking a single PC service, and very low opioid con-
sumption [10]. One notable finding of published African
literature is that there is no information on PC provision
for about half of African countries, and where data are
available, these pertain mostly to Anglophone African
countries [20]. This point is reflected in work carried
out by advocacy groups such as Human Rights Watch,
that confirmed that Francophone countries were lagging
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far behind in development compared with Anglophone
countries [23].

Indeed, in an ongoing review on PC progress over
French-speaking countries, all show little provision of
services (ranging from 0 to 7) and an estimated opioid
consumption of less than 1 mg per capita. In this context,
Benin seems to have not only a more favorable policy
situation, but also a slightly major provision of services
and, importantly, a unit producing morphine that only
happens in a few French-speaking countries like Rwanda
and Senegal [24]. Benin could, to some extent, become a
good practice example for these countries in terms of the
five-year PC plan, assigned budget, and the activity of PC
champions (as reported by other studies in other coun-
tries [25]).

Ultimately, although this study suggests that WHO
indicators of palliative care provide an easily available
and replicable methodology (as per another study con-
ducted in India) [26], caution should be exercised when
interpreting this overall regarding comparability across
countries. The fact that indicators have been edited and
need country adaptions could be a source of disparity if
these adaptions vary widely from one country to another.
In the case of Benin, the adjustments made were minor
(mostly language-related) and did not deviate from the
initial meaning of the indicators, which would permit an
easy comparison. Future research should test the valid-
ity and capacity of this set of indicators and, with this
aim, the World Health Organization is still piloting the
set of indicators with identical methods in Morocco and
Uruguay.

Conclusion

This assessment highlighted the strengths and weak-
nesses as well as areas for improvement in public policy.
Despite growing political, professional, and community
commitments, there are shortcomings in education,
research, access to essential medicines, and training for
future healthcare professionals. The level of availability of
PC teams still reflects very poor access to PC for citizens.
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