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Abstract: Schistosomiasis has been endemic in Malawi since 1947. Despite the longevity of endemicity of the disease, it still
maintains a high burden in Malawi. This could be attributed to insufficient coverage of preventive and therapeutic mass drug
administration (MDA) which mainly targets school-aged children, leaving out adults who also bear a high burden of the disease.
Additionally, despite well documented impact of community involvement in boosting up the effectiveness of health programmes, there
is minimal community involvement in schistosomiasis control and prevention programmes. Therefore, this perspective seeks to discuss
the historical background of schistosomiasis in Malawi, gaps in community engagement and participation and suggest ways of
enhancing the role of the community in prevention and control programmes. Amongst other challenges, the control programmes are
centralised, leading to minimal input at the district and community level as well as low awareness of schistosomiasis control and
prevention methods at the community level. It is of utmost significance therefore to provide comprehensive schistosomiasis health
education to the communities and devise a thorough outline of the specific roles and responsibilities of all stakeholders including
community members in the fight against schistosomiasis and other neglected tropical diseases.
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Background

Schistosomiasis is a neglected tropical disease (NTD) caused by parasitic trematode worms of the genus Schistosoma.'
Globally, the disease is estimated to affect over 240 million people every year, causing over 280, 000 deaths per year.> ™
Schistosomiasis has the third highest burden of diseases attributable to NTDs accounting for over 3.3 million disability-
adjusted life years as of 2019.” In the last decade, schistosomiasis has been only second to malaria in terms of worldwide
morbidity.*” The burden is especially heavier in poor and marginalized communities with limited access to safe drinking
water and adequate sanitation.® !

The sub-Saharan Africa (SSA) has the greatest prevalence of schistosomiasis bearing over 90% of the global
burden.®’ Malawi, a low-income country within the SSA, is equally massively afflicted with the burden of schistoso-
miasis. The disease is one of the most common and prevalent NTDs in Malawi, with at least 50% of the population at
risk of infection.'? There are two notable Schistosoma species prevalent in Malawi, namely, Schistosoma haematobium
(S. haematobium) that causes urinary schistosomiasis and Schistosoma mansoni (S. mansoni) that causes intestinal
schistosomiasis.'>'* S. haematobium is the most prevalent species in Malawi, found mainly in the lakeshore and

Southern Region districts of the country.'* If left untreated, schistosomiasis gives rise to tragic consequences that include
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infertility, anaemia and poor child development.'>™'” These reduce productivity and promote poverty, thereby impeding
elimination of the disease and potential realization of Sustainable Development Goals (SDGs) in SSA.'®!?

The World Health Organization (WHO) aims to achieve control and elimination of schistosomiasis as a public health
problem and move towards interruption of its transmission by the year 2030.?° In line with this, in February 2022, the
WHO launched new guidelines with 6 evidence-based recommendations to aid the accomplishment of the control and
elimination goals." The main strategy employed is large-scale MDA of praziquantel for annual preventive chemotherapy
in all age-groups from 2-years old not just school children.?' ** Malawi carries MDA that currently targets school-aged
children (aged 5-14 years) annually with high coverage rates.”> However, MDA has not been shown to lead to
elimination of infection.”®?” Fittingly, the WHO advocates for the use of an integrated approach including Water,
Sanitation and Hygiene (WASH) strategies, snail control and behavioural change interventions to achieve elimination of
schistosomiasis.'* This is more appropriate because in addition to living in an endemic country, lack of hygiene and
recreational habits for school-aged children such as swimming in infested water bodies increases the population’s
vulnerability to infection.'*® Furthermore, exposure to infested waters for adults during income-generating activities
like fishing sustains the transmission cycle of the infection.'” Provision of safe water and adequate hygiene has been
proven an expedient tool for decreasing the incidence of schistosomiasis and other water-borne diseases.””~° However, in
most African countries, including Malawi, access to WASH services largely remains a challenge.

Despite the evident need of supplemental WASH interventions, delivery of appropriate and sustainable interventions,
remains a challenge in rural and marginalized settings which experience weak and unstable health systems.*'~* Studies
done across SSA reveal limited knowledge on transmission and control of schistosomiasis in the region, inevitably
leading to poor health-seeking behaviours and adoption of interventions.®** Few studies that have investigated commu-
nity practices on schistosomiasis control and prevention have reported that poor WASH practices were driven by
a combination constrained access to WASH services, misconceptions towards schistosomiasis and discrepancy between
personal preferences and available interventions.****-** In communities, where access to WASH interventions remains
a huge challenge, exploring the involvement of the community in planning and execution of control measures for NTDs
remains crucial toward disease control. Community involvement is recognised as a crucial pillar for the success of
disease control and elimination.>>~® However, studies in SSA show that most health programmes run with little
community involvement which contributes to their lack of success.”’® This perspective, therefore, seeks to discuss
the historical background of schistosomiasis in Malawi, gaps in community engagement and participation and suggest
ways of enhancing the role of the community in prevention and control programmes.

Historical Background and Epidemiological Distribution of Schistosomiasis

in Malawi

Schistosomiasis has been endemic in Malawi for several decades.*® The wide distribution of the disease in the plains and
plateaus of Malawi has been reported for over 70 years.'**’ While urinary schistosomiasis is highly prevalent in the
lakeshore and southern region districts, intestinal schistosomiasis predominates on the central plains and in the Northern
Region’s districts.*'*** The first schistosomiasis mapping exercise, carried out in Malawi in 2003, demonstrated both
a widespread occurrence of infection and a marked variability in infection prevalence.* The disease is ranked among the
top 20 causes of outpatient visits to health facilities with 40-50% of the population being at risk of the infection.** The
average reported national prevalence of the diseases reaches as high as 50%.*' Figure 1 shows maximum point
prevalence of schistosome infection and location of S. mansoni and S. haematobium surveys in Malawi. Snails have
largely been implicated in the transmission of the disease. In Malawi, two snail species are known to act as intermediate
hosts for urinary schistosomiasis, namely the well-recognised host Bulinus globosus and the recently implicated Bulinus
nyassanus, while Biomphalaria pfeifferi acts as intermediate host for intestinal schistosomiasis.'*

Efforts to Combat Schistosomiasis in Malawi
Various strategies are known and have been utilised for schistosomiasis control and prevention in high burden areas. In
2020, the WHO launched a set of recommended guidelines charting routes to the control or elimination of
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Figure | Shows maximum point prevalence of schistosome infection and location of S. mansoni and S. haematobium surveys in Malawi.
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schistosomiasis.! The WHO strategy to control and eliminate human schistosomiasis includes preventive chemotherapy
for at-risk groups, access to improved drinking water, and improved sanitation, hygiene education, environmental
management and snail control.®> This new road map for 2021-2030, targets elimination of schistosomiasis as a public
health problem by 2030 and the interruption of schistosomiasis transmission in humans in selected countries by 2030.*

Since 2009, Malawi has had ongoing national scale treatment program for schistosomiasis control.'**> Due to the
high endemicity of the disease in all districts in the country, the national treatment programs covered all the districts. By
2018, through MDA, all districts endemic for S. mansoni and S. haematobium had received four or more rounds of
annual treatment with praziquantel and albendazole for soil-transmitted helminths (STH). These MDA campaigns were
coupled with impact surveys to determine the prevalence and intensity of the disease.'” The survey went further to
categorise high prevalent areas within particular districts.

In recent years, more efforts have been taken to control NTDs in Malawi. In 2011, Malawi developed its first National
Strategy Plan to cover all NTDs to last for a span of 5 years (2011-2016).'* This also included creation of an NTD
secretariat committee to monitor progress made. There is also an established National Schistosomiasis and Soil-
Transmitted Helminths Control Programme run by the Ministry of Health.'” This program was integrated into the
School Health and Nutrition Programme, an initiative led by the Ministry of Education and the Ministry of Health. This
allowed the efficient mass administration of drugs among school going children, who share a high burden of the disease,
particularly in lake-shore areas. Similarly, in 2015, Malawi launched the NTD Master plan for 2015-2020, with the
vision of transforming Malawi into a nation free from NTDs by 2020.*® Among others, the master plan advocated for an
integrated approach among the most prevalent endemic NTDs in Malawi, to accelerate the implementation of NTDs
prevention and control activities in a coordinated manner in the country.

The country also enjoyed massive donor support through Schistosomiasis Control Initiative Foundation which led to
high availability of key drugs (praziquantel and albendazole) for MDA campaigns.”®> Coupled with task shifting to
community-based health surveillance assistants (HSAs) and community-based volunteers, MDA enjoyed massive gains
in coverage rates, reaching as high as 87% in some areas.”> Furthermore, deliberate efforts have been made to integrate
schistosomiasis control programmes into the district implementation plans (DIP), to ensure more ownership and control
of the programmes.

Gaps and Notable Challenges in the Fight Against Schistosomiasis in

Malawi

Even though the history of schistosomiasis control in Malawi dates back to as early as 1960°s, the control programmes
have largely concentrated on few modes of controlling the disease.'*'* The National Schistosomiasis Control Programme
has largely been centralized, with the schistosomiasis control and prevention running as a vertical program, largely
focusing on regular MDA in high burden areas through schools and villages.>> Even though in recent years efforts have
been made to decentralize and integrate schistosomiasis control programs with other key NTDs, little is still documented
in terms of efforts that have been taken toward implementations of integrated programmes.

The programmes have also largely focused on school-aged children, owing to the known high burden of the disease
among this particular age group.”> However, recent studies have demonstrated a high prevalence of the disease among
adults as well, especially in high burden areas.'*** Largely focusing on school-going children simply means adults, and
children who are not in school are largely left out of the programmes.

A recent study conducted to assess the implementation and effectiveness of MDA for the prevention of schistoso-
miasis and STH revealed low knowledge among the general population on the transmission cycle and prevention of
schistosomiasis.”> This low knowledge points towards gaps in community sensitization and awareness of the disease
which could consequently deter community engagement in control programmes. With schistosomiasis being endemic in
the country, with cases being reported as early as 1948, it would be expected that by now, community awareness of the
disease would be considerably high coupled with active involvement in control and prevention efforts.*

Even though the MDAs have achieved high coverage in the targeted districts, the prevalence of the disease still
remains high in most districts.”>* It is unlikely that Malawi will achieve the goal of reducing the burden of
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schistosomiasis and STH to levels of no public health importance in Malawi by 2025. The persistence of the disease also
reflects limited efforts on other measures of controlling it as recommended in the WHO guidelines. The guidelines
advocate for improved access to improved drinking water, sanitation, hygiene education, environmental management and
snail control.”> However, it is evidently clear that Malawi’s effort is largely centred on chemotherapy neglecting the other
equally important measures of controlling the disease.

A recent study also demonstrated possible intermixing between human and animal schistosomes.*” The potential
interaction of human and animal species with possible hybridization calls for a one health approach toward disease
mitigation.*® However, little is known about one health approach toward controlling NTDs in Malawi.

The Role of the Community in Reducing the Burden of Schistosomiasis and
Other NTDs in Malawi and SSA

Eliminating high endemic diseases as public health problems requires joint efforts from health program implementers and
the community.®' In most developing countries, disease prevalence and incidence are heightened because of the interplay
of economic, social, and biological factors.** While most health programs focus on dealing with the biological
component of the disease, the social and economic aspects also remain crucial toward mitigating the impact of most
NTDs. Controlling any endemic diseases at the community level requires well-implemented and relevant sensitization
and education of community members and implementation of strategies that integrate and involve the community
affected by the disease.***> Community engagement activities have largely been utilized in controlling infectious
diseases particularly in low- and middle-income countries.”>~° This includes a range of approaches to involve commu-
nities in the improvement of their health and wellbeing.

The high burden of schistosomiasis and other NTDs reflects the neglect of the community in planning and execution
of disease control programs. An effective elimination strategy for schistosomiasis needs to be comprehensive and directly
feature the affected community members in planning and implementation of control Measures. In Malawi, most
strategies to control schistosomiasis have largely been “top-down” in nature. These are developed based on evidence
acquired from research and are thus imposed on the communities. This reduces community ownership of the programs
and hence sustainability of the programmes.*® A study conducted in Tanzania revealed that using already existing village
governance structures for WASH for schistosomiasis control contributed toward reduction in prevalence of schistoso-
miasis and diarrhoeal diseases and led to an increased awareness of WASH interventions for sustaining gains in NTD
control.’’ The study measured public health benefits associated with the intervention and linked these to specific
activities which included managing committee functioning, promoting health awareness, self-organisation and data
handling, income generation and interaction between village bodies. Even though it was an exploratory study, the
insights generated reveal the important of community directed interventions toward control of NTDs.

The NTD report of a situation analysis conducted between February and April 2017, in Nigeria under the NTD
COUNTDOWN project also highlighted that involving the community as primary stakeholders in NTD control programs
implementation can help attain and sustain wider treatment coverage.’>>* The Nigerian mass administration of
medicines is designed to engage community input through advisory committees or coalitions that are involved in
decision-making. These groups nominate and reward their own community-based distributors, who assist in tailoring
interventions towards specific target groups. Community-based distributors have been key in NTD control and have been
utilised everywhere, including Malawi. However, most of the times, these community-based distributors are not equipped
with comprehensive knowledge to carry disease awareness campaigns during the distribution of the drugs.

Similarly, a study conducted in Kenya investigating the capacity of local communities to address the burden of NTDs
revealed firstly, the need for inter-sectoral collaboration between governments and affected populations for inclusive and
sustainable NTD solutions.>' Secondly, the study recommended the need for a “bottom-up” approach that enhances
capacity building, sensitization, and behaviour change for improved uptake of NTD interventions.

Indeed, most NTDs have available interventions that work. The most significant challenge remains how to deliver
interventions to affected populations in areas experiencing weak health systems.?" For countries such as Malawi, where
various health disparities exist when it comes to access to universal health coverage, the community needs to be actively
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involved in designing most health interventions. The need to engage the community in planning disease control and
mitigation measures is becoming more evident now than ever. In the control on Schistosomiasis, the community may be
involved at multiple levels, including development of WASH interventions, snail control, and conduction of awareness
campaigns. An increase in the awareness of community members regarding schistosomiasis and STH is important for
them to understand these diseases and to play a central role in their prevention and control.

Recommendations for the Future
Community engagement and participation are expedient tools in reducing the burden of NTDs. Multiple studies have
reported that in addition to improving the effectiveness and ownership of health programmes, community engagement

enhances sustainability of programmes.*>*¢% It is,

therefore, essential to build up community participation. This could
be done through ways suggested in the following paragraphs.

For successful communication engagement programmes, communities should have sufficient knowledge on schistosomiasis
and other NTDs. They need to understand the burden, transmission cycle, their role in sustaining or cutting the transmission cycle
of schistosomiasis as well as other prevention and control measures. This could be done through comprehensive schistosomiasis
education programmes through mass media, health facility-based education or house-to-house visits. Furthermore, it is important
to explain the health programmes in play and the specific roles and responsibilities of the community members.

Additionally, it is necessary to foster a “bottom-up” community engagement approach. This calls for communities to
be involved at all stages of implementing schistosomiasis control and prevention programmes. Communities should have
an active role in the designing, implementation, monitoring and evaluation stages of health programmes.*® This ensures
programmes that are context-specific and culturally acceptable.®” Such an open approach brings in a sense of ownership
and collective action amongst community members, and improves commitment toward achieving intended outcomes. In
turn, sustainable and effective programmes ensue.

Another important gateway to the community is to utilize the existing community leadership structures. Traditional
leaders, religious leaders and school teachers could be trained on schistosomiasis prevention methods and act as agents of
change to take an active role in ensuring schistosomiasis control measures are being observed in their communities.

Furthermore, schistosomiasis control programmes should be decentralized and coordinated at a district level. As
highlighted in the preceding sections, the centralized programmes lack effective coordination and coverage. Transitioning
to a decentralized approach could enable District Health Management Teams (DHMT) to work effectively with all
stakeholders within the district and target the high burden areas within the district. This could result in improved
coordination and successful implementation and completion of schistosomiasis control and prevention programmes.

Finally, studies have suggested that it is critical to involve women in community WASH projects.*® Culturally defined
roles of women in the communities tend to hinder their active involvement in health programmes. However, exclusion of
women in WASH projects has been attributed to high failure rate and poor management of the projects.” This has been
explained by the active role of women in water management at the household level. Women collect, store and take care of
water for domestic purposes. Therefore, they deserve an active role in community WASH programmes which could
ensure effective implementation of the WASH projects.

Conclusion

Despite the long history of schistosomiasis in Malawi, there is still a high burden of the disease. Effective interventions,
especially MDA and WASH, are well known. However, such community-based interventions fail to achieve optimal
coverage and implementation due to a remarkable lack of community engagement. This is due to poor awareness of the
disease in communities and lack of effective coordination of the health programmes. Therefore, it is imperative to
conduct comprehensive community education campaigns as well as define specific responsibilities of all relevant
stakeholders in order to ensure effective implementation of schistosomiasis control and prevention programmes. This
could put Malawi on track toward achieving the goal of interrupting transmission of schistosomiasis by the year 2030.
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