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Abstract
Background

Participant retention is critical in longitudinal studies involving blood draws. Enable 1.0 Incidence Study
on Lassa Fever was conducted to estimate Lassa virus infection and disease to inform outbreak
preparedness and vaccine research. This nested analysis aimed to explore community engagement
strategies employed to retain participants.

Methods

Enable 1.0 was a multi-site, multi-country, prospective cohort study (December 2020-December 2023)
aiming to estimate the incidence of Lassa virus infection and symptomatic Lassa fever disease. In
Abakaliki Nigeria, the study tracked Lassa virus seroconversion among 1,000 healthy participants across
10 communities in three Local Government Areas. Community Liaison Officers, village guides, and field
workers sustained engagement through fortnightly visits and sensitization meetings. Fieldworkers
completed a semi-structured Google Forms questionnaire documenting their experiences and
observations across 713 participants, including participant reception, retention threats, and their
engagement strategies. The data were analyzed descriptively using IBM-SPSS Statistics Version-25.

Results

Overall, the study achieved a 90.5% participant retention rate over the 24-month follow-up period across
the full cohort of 1,000 participants. Based on fieldworker reports covering 713 participants, 91.4%
(652/713) completed the study, while 8.6% (61/713) did not. Reported retention threats (102/713; 14.3%)
included inadequate compensation (52/713; 7.3%), family pressure (48/713; 6.7%), and fear of blood
rituals (37/713; 5.2%). Reasons for non-completion were relocation (23/713; 3.2%), refusal (15/713;
2.1%), family opposition (6/713; 0.8%), and death (6/713; 0.8%). Key retention strategies included
engaging village guides (439/713; 61.6%), incentives (293/713; 41.1%), family support (152/713; 21.3%),
and involvement of traditional leaders (151/713; 21.2%). Despite rumours related to blood rituals,
sustained community engagement and unscheduled home visits supported by reassurance from the
study technical team helped dispel misinformation, with 88.2% (629/713) of participants remaining
warmly receptive to fieldworkers throughout the study.

Conclusion

The Enable 1.0 study demonstrated that high participant retention is achievable in resource-limited high-
risk settings when structured community engagement and rapid response mechanisms are integrated

Page 3/24



into study implementation. Future studies should embed engagement structures, institutionalize rapid
responses to rumours, and prioritize transparent communication to strengthen retention and public trust.

BACKGROUND

Participant retention is pivotal in longitudinal epidemiological research: without sustained follow-up,
findings become vulnerable to attrition bias, loss of statistical power, and inaccurate incidence estimates

— all of which jeopardize its utility for guiding public health interventions [.2] |n the context of Lassa
fever (LF), a disease with highly variable clinical presentation and episodic outbreaks, achieving reliable
incidence and seroconversion data depends critically on maintaining cohort integrity through repeated

blood draws over time 3!,

Lassa fever is an acute viral haemorrhagic iliness caused by Lassa virus (LASV) of the Arenaviridae
family, transmitted through exposure to rodent excreta (Mastomys natalensis) and via human-to-human
spread, particularly in health-care settings with poor infection control 3. It is endemic in West Africa,
with Nigeria, Sierra Leone, Liberia, and Guinea bearing the brunt of disease burden. The African CDC
estimates that West Africa sees 100,000—300,000 LF infections and approximately 5,000 deaths
annually, though these are rough estimates due to diagnostic limitations and extrapolation from

historical data 071, In Nigeria, repeated yearly outbreaks—especially in states like Ebonyi, Edo, and Ondo
—underscore the unpredictability and evolving epidemiology of Lassa fever [8-10],

Given these challenges, community-based prospective cohort studies with repeated sampling are
essential to capture accurate seroconversion rates and infection incidence, which are fundamental to

disease modelling, risk stratification, and intervention design 81 Such data also inform vaccine efficacy
trials, where understanding the baseline incidence and force of infection is vital to estimating sample
size and assessing vaccine impact Bl However, these designs critically depend on participant retention
— particularly when frequent blood draws may elicit discomfort, cultural suspicions, or avoidance [,

In response to these needs, the Coalition for Epidemic Preparedness Innovations (CEPI) launched the
Enable Lassa Research programme in 2019, representing the largest-ever Lassa fever research initiative
in West Africa "2, In the first study, now referred to Enable 1.0, over 23,000 participants were enrolled
across five countries — Benin, Guinea, Liberia, Nigeria, and Sierra Leone — to generate epidemiological

and clinical insights to inform LASV vaccine development and trial, and outbreak preparedness [3 4],
Central to Enable’s success are strong retention rates that ensure valid seroconversion and symptomatic

incidence measures through time 3],

Retaining participants in such settings, however, is not straightforward. Blood-sampling studies in rural
West Africa often face rumours and misconceptions, ranging from suspicions of blood “selling” to
associations with ritual or spiritual harm; these sociocultural barriers can deter participation or lead to

dropout, thereby impairing the study’s ability to yield reliable longitudinal data ['5-7]. Documented cases
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across African research environments emphasize how uninformed or culturally insensitive approaches
can undermine trust, even in scientifically critical studies ['7- 18],

Consequently, community engagement frameworks become indispensable retention tools. Global
guidelines like the UNAIDS/AVAC Good Participatory Practice (GPP) and regional guidance such as
H3Africa Community Engagement articulate principles for sustained stakeholder involvement,
transparent communication, and culturally attuned feedback - all contributing to sustained participation
in long-term biomedical research [19-21] These strategies serve dual purposes: they minimize attrition,
preserving data integrity, and they foster community trust, which is foundational to accepting future
interventions such as vaccines 12122,

In Lassa fever endemic zones — where repeated sero-surveying is critical — effective retention strategies
not only enable scientifically valid incidence and immune-response data but also lay the groundwork for
successful vaccine trial preparedness and eventual uptake 3231, Against this backdrop, as part of the
Enable 1.0 Lassa Fever Incidence Study at Alex Ekwueme Federal University Teaching Hospital Abakaliki
AEFUTHA, we evaluated fieldworker experiences with aim to understand the challenges and facilitators
of continuing participant engagement in a prospective epidemiology study involving blood collection in
LF-endemic communities in Nigeria.

METHODS
Overview of Enable 1.0

The Enable 1.0 LF study, funded by the CEPI was a multi-site prospective cohort study conducted from
December 2020 to December 2023 in LF-endemic areas across multiple West African countries,
including Nigeria, with two primary components: the LF Disease Cohort, which enrolled individuals
presenting with suspected LF to estimate the incidence and clinical outcomes of symptomatic disease,
and the LASV Infection Cohort, which followed healthy community participants to estimate the incidence
of LASV infection through longitudinal seroconversion analysis. While some sites implemented both
study components, the AEFUTHA site in southeast Nigeria conducted only the LASV Infection Cohort.
This cohort study enabled the generation of epidemiological data essential for understanding LASV
transmission dynamics in the local context, contributing to the broader multi-site study. Detailed study
design and procedures, including recruitment, follow-up schedules, and laboratory methods, are
described in the full protocol 8],

The study population comprised healthy males and females aged two years and above who had resided
in the study area for at least six months prior to recruitment and were anticipated to remain within the
area throughout the study period, lasting for 24 months. At the AEFUTHA site, a total of 1,000
participants were recruited into the study. These were from 10 communities (identified as clusters)
within three Local Government Areas (LGAs): Abakaliki, Ebonyi, and Izzi. The communities included
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Abofia, Amagu Unuhu/Azuiyiokwu, Ishieke, Kpirikpiri, Ndiawala, Nsugbe/New Layout/Timber Shade,
Okpoitumo, Hausa Quarters, Ugwuachara, and Unagboke.

Prior to the commencement of the study, the study team, led by the Site Principal Investigator (Pl),
conducted targeted advocacy and sensitization in the State, LGA, and community levels to secure
stakeholder support. At the state level, key actors within the Ministry of Health - including the
Commissioner for Health, the Director of Public Health, and the State Epidemiologist — were engaged,
alongside parliamentarians such as the Speaker of the Ebonyi State House of Assembly and the
Chairman of the House Committee on Health. These advocacy visits aligned the study objectives with
state health priorities and stimulated political goodwill.

At the LGA level, advocacy visits were made to Chairpersons of the LGAs. Local health authorities,
particularly the Disease Surveillance and Notification Officers (DSNOs), were sensitized, leveraging their
familiarity with local communities. At the community level, traditional rulers, village heads, religious
leaders, women's groups, and youth representatives were sensitized to ensure broad-based acceptance.

Field activities for the study were implemented by 10 field teams, each assigned to a specific cluster.
Every field team consisted of two data collectors (DCs), one phlebotomist, two community liaison
officers (CLOs), and one Village Guide. The DCs and Phlebotomists were trained healthcare providers
from AEFUTHA. The CLOs and Village Guides were trusted members of the participating communities,
who were nominated by key stakeholders with strong influence in the communities, including village
heads, traditional leaders and political office holders. They were deliberately co-opted into the study to
strengthen community entry, build trust, and enhance cooperation. The CLO cadre included the three
DSNOs of the participating LGAs, whose established roles in public health surveillance gave additional
legitimacy to the study

All field workers were trained on the study's purpose, objectives, and procedures before being delegated
to their specific tasks. The field workers successfully recruited and followed up with the 1,000
participants over a 24-month period, from December 2020 to January 2023, with baseline and six-
monthly 5ml blood draws for serological testing to detect LASV-specific IgG antibodies and for potential
future assessments — amounting to five blood draws per participant. Between these visits, CLOs
maintained regular contact with the participants through fortnightly household visits or phone calls to
monitor their well-being and remind them of follow-up schedules.

During follow-up, the field and study technical teams worked proactively and reactively to address
emerging concerns that threatened participant retention such as rumours or misinformation. Field
workers managed most issues directly; however, in extreme situations where challenges could not be
resolved at the field level, the Site Pl and technical team intervened directly to help clarify study
procedures, reassure participants, and restore trust by rapidly conducting unscheduled stakeholder or
household visits to clarify concerns. Depending on the issue, they re-engaged and re-sensitized the
community, demonstrated that only 5 mL of blood was collected, or provided counselling to address
fears related to infertility, venipuncture discomfort, repeated questioning, or non-return of serological
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results — serology test results were returned to participants as part of the study’s commitment to
ongoing engagement. However, results from the baseline blood draw were returned to participants at the
18-month follow-up visit. Results from the 6-month and 12-month blood draws were provided at the 18-
month and 24-month follow-up visits, respectively, resulting in delays of approximately 12—-18 months
between sample collection and result feedback. These delays prompted some participants to seek
clarification about their results and, in some cases, expressed dissatisfaction and explicit threats to
withdraw from the study.

Data for the primary study was collected by the field workers using standardized questionnaires
designed in REDCap 24] These questionnaires captured relevant epidemiological information, including
demographic data, household composition, history of Lassa fever exposure, and socioeconomic
variables. The primary incidence and epidemiological surveillance data of LASV infection were not the
focus of this paper; instead, emphasis was placed on fieldworker experiences at the AEFUTHA site.

Collection of Field Experiences

Field experiences were collected by two field workers per cluster, self-reporting information using a
semi-structured questionnaire, designed in Google Form. This form collected data on key aspects of
participant engagement, including the participants’ reception of field workers at baseline and during
each of the six-monthly blood draw, measured using a five-point Likert scale ranging from "very
unfriendly" to "very warmly." It also captured threats to withdraw from the study along with the underlying
reasons, participant concerns that could potentially impact retention, and the retention strategies
employed by field workers and the technical team to maintain participation despite community rumours
and skepticism. For this analysis, threats to withdraw were defined as explicit statements by participants
or their proxies indicating an intention to discontinue study participation unless specific conditions were
met, whereas concerns about continuing participation referred to expressions of dissatisfaction or
apprehension without a clear intention to withdraw.

To gain deeper insights into field experiences, the Google form included an open-ended question where
field workers were asked to provide a detailed account of interactions with participants that they felt had
a significant impact on retention. The link to the Google Form was shared with field workers, who were
responsible for completing it during follow-up visits. Out of the total of 1,000 participants enrolled in the
Enable 1.0 study, 90.5% were retained until the study’s conclusion. The 713 participants dataset
represents the interactions for which field worker reports were available and forms the basis for the
descriptive and qualitative analysis presented here.

Data Analysis

Data were exported from Google Forms into Excel and analyzed with SPSS Version 25 (IBM Corp.,
Armonk, NY, USA). Categorical variables such as reception of field workers, threats to withdraw, and
reasons for withdrawal were summarized using frequencies and percentages. For reporting purposes,
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the five-point Likert scale for reception was collapsed into three categories: hostile, neutral, and warm.
Reasons for withdrawal were treated as multiple responses, with each coded as reported or not
reported. Responses to the open-ended questions were reviewed and analyzed thematically to identify
common patterns in participant concerns and retention strategies. Illustrative quotes from field workers
were used to support the qualitative findings.

Measurement of Variables

The primary outcome variable was threat to withdraw from the study, measured as a binary categorical
variable with responses categorized as “Yes” for field workers who reported that a participant (of the
parent/guardian of participants under 18 years) expressed any intention to discontinue and “No” for
those who did not. Among those who indicated a threat to withdraw, follow-up questions were used to
capture the reasons for such decisions. This was treated as a multiple-response variable, with
predefined options including inadequacy of compensation, pressure from family members or friends,
fear of ritual use of blood, pain or discomfort associated with blood draw, stigmatization from peers, fear
that the amount of blood collected could be detrimental to health, belief that blood draw may cause
infertility in females, and other reasons. Each reason was coded as reported or not reported, and
percentages were calculated based on the total number of field workers who provided reasons; hence
the cumulative frequency exceeded the number of participants who threatened to withdraw. This
approach is consistent with previous longitudinal studies where reasons for attrition were coded as
multiple responses to capture the complex socio-cultural dynamics influencing retention [25, 26]
Reception levels of participants during field engagement were also measured and classified into three
categories based on field workers’ repeated observations across follow-up visits. Field workers rated
participant reception on a standardized 1-5 scale at each encounter. Because participants were
followed up a varying number of times, an aggregate reception score was computed for each participant
by dividing the total reception score by the number of follow-up visits. For participants seen only at
enrollment, the enrollment score served as the aggregate score. Aggregate scores were then categorized
as hostile (< 3), neutral (= 3), or warm (> 3). Participants who displayed suspicion, anger, aggression, or
open resistance were categorized as hostile. Those who were indifferent, showing minimal engagement
but without overt resistance, were categorized as neutral. Participants who demonstrated friendliness,
cooperation, trust, and willingness to engage positively with the fieldworker were categorized as warm.
The use of subjective fieldworker assessments of participant attitude has been documented in
community-based cohort studies as a valid measure of participant — researcher interaction and

predictor of retention outcomes 271,

RESULTS

A total of 18 field workers out of 20, representing two DCs from each of the nine reporting clusters,
submitted experience reports (Table 1). Twelve DCs from six clusters provided complete reports for all
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participants under their follow-up, while six from three clusters submitted partial reports. No reports
were obtained from one cluster. The respondents comprised 8 males (44.4%) and 10 females (55.6%),
with ages ranging from 24 to 47 years. Most field workers were within the 36—40-year age bracket (8/18;
44.4%), followed by those older than 40 years (7/18; 38.9%), while 16.7% (3/18) were aged 35 years or
younger. Almost all the field workers (17/18; 94.4%) had attained tertiary education. In terms of
professional cadre, the majority were medical doctors (83.3%), while one fieldworker each was a nurse,
an environmental health officer, and a non-professional with secondary education.

Table 1

Characteristics of Reporting Field workers in the Enable 1.0
Study at the AEFUTHA Site Nigeria

Variable Frequency Percentage (%)

N=18

Age of respondents in years

<35 3 16.7
36-40 8 44.4
>40 7 38.9
Age range 24-47
Sex

Male 8 44.4
Female 10 55.6

Educational level

Secondary 1 5.6
Tertiary 17 94.4
Professional cadre

Medical doctor 15

Nurse 1

Environmental health officer 1

Non-professional 1

For the analysis presented in this paper, data was available from interactions with 713 participants. This
subset includes participants for whom field workers completed the follow-up documentation, including
interactions with participants who eventually withdrew or had incomplete follow-up. Of the 713
participants for whom field workers provided enrollment (T0) reports, 97.9% (698/713) were followed
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during month 6 (T1), 96.6% (689/713) during month 12 (T2), 96.4% (687/713) during month 18 (T3), and
96.1% (685/713) during month 24 (T4). Fifty-two point five percents (374/713) of the participants were
females, and the majority were aged 11-40 years (Table 2).

Table 2

Sociodemographic characteristics of the Enable 1.0
study participants at AEFUTHA site, Nigeria

VARIABLE FREQUENCY PERCENTAGE
N=713 (%)
Age Group in years
<11 109 15.3
11-20 173 24.3
21-30 131 18.4
31-40 119 16.7
41-50 101 14.2
> 5T 80 11.22
Sex
Female 374 52.5
Male 339 47.5
Education
No formal 59 8.3
Primary 242 33.9
Secondary 295 41.4
Tertiary 117 16.4
Employment
Employed 284 39.8
Unemployed 429 60.2
Place of residence
Rural 396 55.5
Urban 317 44.5
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Regarding their educational status, 41.4% (295/713) had completed secondary education, 33.9%
(242/713) had primary, 16.4% (117/713) had tertiary, and 8.3% (59/713) had no formal education. Only
39.8% (284/713) of the participants were employed. In terms of place of residence, 55.5% (396/713)
lived in rural areas, and 44.5% (317/713) lived in urban areas.

At enrollment (T0), majority (81.1%; 578/713) of the participants received the field workers warmly, while
15.4% (110/713) were neutral, and 3.5% (25/713) were hostile (Fig. 1). The warm reception increased
slightly during the month-6 (T1) follow-up to 86.0% (600/698). During month 12 (T2) follow-up, warm
reception remained consistently high at 85.3% (689/713), with 5.4% (37/713) expressing hostility. A
similar trend persisted during month 18 (T3), where warm receptions were recorded at 85.6% (687/713),
and hostility at 5.8% (40/687). During the final follow-up on the month 24 (T4), there was a slight
decrease in warm receptions to 85.4% (585/685), while hostile receptions peaked at 6.7% (46/685), the
highest observed across all visits. The aggregate reception rating shows that most (88.2% (629/713)
participants maintained a warm reception towards the field workers during their engagements. Neutral
and hostile receptions were considerably lower, at 6.6% (47/713) and 5.2% (37/713), respectively.

While field workers reported that the vast majority (611/713; 85.7%) of participants did not express
intentions to withdraw, 14.3% (102/713) reported threats to withdraw (Table 3). The most frequently
cited reasons included inadequacy of compensation (52/713; 7.3%), pressure from family members
(48/713; 6.7%), and fears that collected blood was being used for rituals (37/713; 5.2%). Other notable
reasons were pain and discomfort associated with blood drawing (34/713; 4.8%), stigmatization from
peers (30/713; 4.2%), and concerns that the volume of blood collected could be harmful to health
(24/713; 3.7%).
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Table 3

Threats to Withdraw from the Study and Reasons (Rumours and Misinformation Included) Among
Enable 1.0 Participants at the AEFUTHA Study Site, Nigeria

VARIABLE FREQUENCY PERCENTAGE
N=713 %

Threat to withdraw from the study reported at any

point

No 611 85.7

Yes 102 14.3

Reasons for threat to withdraw from Enable 1.0 N =698

study*

Inadequacy of the compensation 52 7.3

Family pressure 48 6.7

Fear of blood rituals 37 5.2

Pain/discomfort of blood draw 34 4.8

Stigmatization 30 4.2

Fear of excessive blood draw 24 3.7

Pressure from friends 21 2.9

Fear of later female infertility due to blood draw 8 1.1

Parent refusal 7 1.0

Others** (< 1%) 15 2.2

*Multiple response; ** Too many questions asked by research team, relocation, sickness, husband

refusal, non-provision of test result, Study lasting longer than expected, spiritual reason

Among the participants reported on, a retention rate of 91.4% was observed, with 652 completing the
study and 8.6% (61/713) not completing participation (Table 4). The primary reasons for termination,
derived from the main study records, not from the fieldworker experience survey described in the
methods section, included participant relocation to non-participating communities (32/713; 4.9%),
outright refusal to continue follow-up (15/713; 2.1%), and refusal by parents or family members (6/713;
0.8%). A small proportion (2/713; 0.3%) withdrew due to demands for increased compensation while
0.8% (6/713) were terminated due to death.
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Table 4

Completion and Reasons for Non-Completion of Participation in Enable 1.0
Study at the AEFUTHA Site, Nigeria

VARIABLE FREQUENCY PERCENTAGE

N=713 %
Study Completion status of participants
Not completed 61 8.6

Completed 652 91.4

Reasons for non-completion of study

Participant relocated 32 49
Participant refused further follow up 15 2.1
Parental and family members’ refusal 6 0.8
Demand for increase in compensation 2 0.3
Termination due to death 6 0.8

Few qualitative insights from field workers’ responses to the open-ended questions provide context for
these figures. In one case, a female participant who was in her thirties, after initially welcoming the field
team, discontinued participation following recurring nightmares in which her late husband accused her
of selling their children’s blood. Despite reassurance efforts, the fear of spiritual retribution led her to
withdraw. A male fieldworker and a medical doctor presented it this way:

"The participant, as the household head, welcomed us during enrollment. However, after months of follow-
up, she declined to continue, citing nightmares after the first blood sampling. In the dreams, her late
husband accused her of selling their children's blood and threatened that she would die if she did it again.
Despite persistent efforts to persuade her, she refused out of fear."

Another eight-year-old female participant who was residing with her aunt, who acted as her guardian at
the time of enrolment, was withdrawn after her parents, upon discovering her involvement, accused her
of being manipulated by her aunt into "selling her blood." They removed her from her place of residence,
making her untraceable. The female fieldworker and a medical doctor reported:

"The participant was living with her aunt when she was enrolled in the programme. However, upon learning
about her participation, her parents began accusing her of selling her blood under the influence of her aunt.
As a result, they took her away from her initial residence, and she has been untraceable ever since."

In a different instance, an adolescent girl's father, who was initially unaware of her enrollment due to
frequent travel, opposed her continued participation upon his return. Although the mother had previously
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consented, the father’s refusal, driven by familial disputes and distrust, ultimately led to the withdrawal.
According to the male fieldworker and a medical doctor:

"The girl's father was firmly opposed to her participation. Initially, her mother consented and enrolled her in
the programme since her father, a driver, was often away. However, when he returned months later and
learned about the programme, along with other internal family issues, he refused to allow both his wife and
daughter to continue participating.”

Among the 713 participants, the most frequently expressed concern for continuing in the study was the
desire for increased compensation (86/713; 12.1%), followed by delays in receiving test results (45/713;
6.3%) and fear of needle prick pain or injury (11/713; 1.5%) (Table 5). Other concerns, such as
communication with CLOs (visits, calls, text messages), perceived health risks from repeated blood
collection, demand for more study education, and expectations for provision of social amenities, were
reported less frequently.

The field workers reported that the rapid response approach was used to prevent participant
withdrawals. The most frequently observed retention strategies included engagement of CLOs and
Village Guides (61.6%), who facilitated introductions to households, clarified study procedures, and
resolved minor concerns before they escalated. Other strategies noted by the field workers included
incentives (41.1%), involvement of technical team members (32.4%), engagement of trusted family
members or friends (21.3%) and traditional leaders (21.2%). Political (15.6%) and religious stakeholders
(15.1%) were also occasionally engaged, while re-education of participants (11.6%), provision of material
support (5.0%), and efforts to address individuals who spread misinformation (1.1%) were less
frequently reported.
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Table 5

Concerns of Retained Participants and Retention Strategies in the Enable 1.0 Study at AEFUTHA

Study Site, Nigeria

VARIABLE

Concerns of Retained Participants in the Enable 1.0 Study*

Desire for increased compensation

Delays in receiving test results

Fear of needle prick pain and injury

CLO* communication (visits, calls, text messages)
Concerns about health implications of blood collection
Need for more study education

Expectation for provision of social amenities
Retention Strategies Employed by Field Workers*
Involvement of CLOs and Village Guides

Provision of incentives

Involvement of technical team

Support from trusted friends/family members
Engagement of traditional leader

Involvement of political stakeholder

Engagement of religious leader

Participant re-education

Provision of material support

Engagement of community members spreading misconceptions

*Multiple responses; CLO = Community Liaison Officer

FREQUENCY
N=713

86
45
11

439
293
231
152
151
111
108
83
36
8

PERCENTAGE

%

12.1
6.3
1.5
1.0

0.1
0.1

61.6
41.1
324
21.3
21.2
15.6
15.1
11.6
5.0

1.1

DISCUSSION

At the AEFUTHA site, a prospective cohort study involving repeated blood draws for Lassa fever
infection had high overall retention. Field workers noted a minority of participants who threatened to
withdraw, most often due to concerns about incentives, pressure from family and peers, discomfort
associated with venipuncture, and rumours that blood was being used for ritual purposes.
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|"

Two patterns deserve emphasis — first, the content of threats was highly “social” - rooted in family and
peer influence and community narratives — more than purely individual inconvenience. This aligns with
long-standing ethnographic work across West Africa showing that research with blood draws are
interpreted through local “economies of blood,” where blood is seen as valuable, exchangeable, and
potentially exploitable; in such contexts, rumours of “blood selling” or “stealing” become plausible and
can erode trust if not directly addressed 128291,

Second, the rapid counter-measures — unscheduled stakeholder visits, community re-engagement, and
practical, demonstration-based reassurance — map closely to what risk-communication and community-
engagement guidance recommends for rumour control: act quickly, listen, identify influencers, and close
feedback loops in the same channels where misinformation spreads [3% 3. At the AEFUTHA site, this
was operationalised through a rapid response system in which rumours or dissatisfaction reported by
field workers triggered immediate unscheduled home and community visits by the Site Pl and technical
team. During these visits, concerns about blood collection were addressed through live demonstrations
showing that only small blood volumes (5 mL) were collected, alongside clear explanations of safe
phlebotomy procedures, consistent with WHO best-practice guidance for reducing anxiety and perceived
harm 1321, Reassurance was further strengthened through the visible involvement of certified healthcare
professionals and trusted community actors, including CLOs, Village Guides, traditional leaders, and
religious figures.

Blood-related fears and fertility concerns have been widely documented across African research
settings. Studies from The Gambia, Benin, Kenya, and other countries in sub-Saharan Africa have
reported similar beliefs linking research blood draws to ritual practices, loss of life-force, or infertility,
with documented negative effects on study participation and retention [16,18,33] Consistent with this
literature, our findings reinforce that who delivers information is as important as what is communicated,
particularly in settings where trust is socially mediated 311,

Compensation adequacy emerged as the single most frequently cited reason behind threats to withdraw.
The retention literature — while dominated by high-income settings — does suggest that appropriately
framed incentives and practical supports can improve follow-up, especially when combined with good
communication and flexible contact strategies [27.34] |n Enable 1.0, dissatisfaction related to incentives
was often mitigated through explanation, reassurance, and non-financial support delivered by CLOs and
Village Guides, helping to prevent escalation into actual withdrawal.

Social pressure from family and peers is a second cluster of threats that also tracks prior work. Mixed-
methods studies show that decision-making about trial participation in West African settings is often

collective, with family members acting as gatekeepers or veto players 351, The study team'’s practice of
on-the-spot family engagement when concerns arise is well-supported by community-engagement

guidance from H3Africa 29, and risk communication and community engagement toolkits, which
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recommend proactive involvement of family decision-makers and iterative consent conversations rather
than one-off information sessions 3.

A smaller but important set of threats involved requests for results, concerns about study length, and
“parent/husband refusal.” These issues intersect with evolving guidance on feedback of results and
ongoing consent. While most frameworks arise from genomics, the underlying ethical principles — clarity
at consent about what individual results (if any) will be returned, how, and when, and the use of
community engagement to manage expectations — apply equally to observational infectious-disease
cohorts. In Enable 1.0, delays in returning individual serology results generated dissatisfaction and
occasional threats to withdraw, illustrating how uncertainty about result timelines can undermine trust
even when overall engagement is strong. Ethical guidance from CIOMS and H3Africa, supported by
evidence from African genomics studies, emphasizes transparent planning and communication around
result feedback to maintain trust and prevent confusion [36-38,

In our study, although delayed return of serology results was one of the most expressed concerns
(45/713; 6.3%), only a very small proportion of participants (0.1%) threatened to withdraw for this
reason. This suggests that sustained communication and community engagement helped mitigate the
potential negative effects of delayed result feedback, consistent with evidence that clear expectations

reduce anxiety in longitudinal studies 39,

Policy and practice implications are clear. Rumour management should be a planned and well-funded
part of Lassa fever research, not something done only in emergencies. Existing risk communication and
community engagement (RCCE) guidance already provides practical tools. many of which were applied
at the AEFUTHA site, including recording and sorting rumours, quickly engaging local influencers, and
using practical demonstrations to build trust 3031,

Second, incentives should be periodically reviewed with community input to ensure they are perceived as
fair without being coercive. Evidence from retention studies suggests that combining incentives with
flexible visit scheduling, transport support, and multi-modal reminders (phone calls, text messages, or

home visits) improves follow-up by reducing both financial and logistical barriers [27: 341

Third, consent and re-consent processes should explicitly recognize the role of families in participation
decisions. Short, structured family dialogues at enrolment and during follow-up blood draws — co-
facilitated by a community health worker and a trusted local leader — may help prevent later withdrawals
triggered by household objections, consistent with H3Africa guidance on iterative and relational consent

processes 1201,

Fourth, studies should develop a clear, site-specific policy on which individual research results will be
shared (if any), aligned with the approved protocol and Ethics Committee guidance. This policy should
be communicated consistently at enrolment and reinforced during follow-up visits. Where individual
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results cannot be returned, community-level feedback sessions can help maintain transparency and trust
36, 38]

Finally, a clear and consistent explanation of phlebotomy safety should be institutionalized, using simple
visual aids to show tube size and cumulative blood volume across visits, and aligned with WHO best-
practice wording. This approach strengthens credibility, reduces anxiety, and standardizes messaging

across field teams 32,

A practical way forward is to establish a context-specific “Retention and RCCE Bundle” at AEFUTHA,
drawing on established risk communication, community engagement, and retention guidance. This
would include systematic rumour tracking, with a named focal person responsible for responding within
48 hours of reported misconceptions or dissatisfaction. It should also include regular engagement with
community influencers, while allowing the PI to intervene rapidly when rumours escalate. In addition, fair
incentives should be agreed with community input, complemented by transport support where
necessary. Multi-modal reminders — including phone calls, text messages, and home visits — combined
with flexible scheduling should be documented in a standard retention operating procedure.

A clear plan for feedback on research results, approved by the ethics committee, should be developed
and explained to participants both at enrolment and during follow-up. Finally, a simple phlebotomy
communication kit — using laminated visuals showing 5 mL tubes, total blood volume across visits, and
WHO-recommended safety messages — should be institutionalized. Together, these measures are
feasible, affordable, and compatible with existing site workflows, while being supported by evidence
from African research settings [27- 31,32 34,36]

Lastly, while the immediate focus of this analysis is participant retention, effective RCCE should also be
understood as a core component of Lassa fever preparedness and response. By aligning site-level
practices with Nigeria Centre for Disease Control and Prevention (NCDC) and One Health RCCE training
materials, AEFUTHA can strengthen collaboration with national partners and position itself for scalable

implementation across states [401,

CONCLUSION

In this study, field workers reported that a minority of participants threatened to withdraw, mostly due to
perceived inadequacy of compensation, social pressure from family and peers, discomfort with repeated
venipuncture, and misinformation about blood use. Although these issues affected only a small
proportion of participants, the findings highlight that retention is shaped not only by individual
experiences but also by social and relational dynamics that shape participation in community-based
research. Overall, retention in longitudinal research emerged as a social and cultural process, shaped by
community narratives, interpersonal relationships, and trust in research teams, rather than solely a
technical challenge of follow-up procedures. Furthermore, there is the need for proactive engagement
strategies from the outset of longitudinal research and responses to the social environment surrounding
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research participants. Swift and visible responses to misinformation were central to sustaining trust and
continuity of participation.

For policy and practice, this underscores the need to embed community engagement structures into
research design, treat misinformation management as an ethical obligation, and recognize the social
embeddedness of consent and retention in African research contexts. Future cohort and vaccine-
preparedness studies should institutionalize rapid response mechanisms for rumours, strengthen
collaborations with local influencers, and provide clear communication strategies to address participant
concerns. By adopting these approaches, longitudinal epidemiological studies in Africa can strengthen
participant retention, safeguard ethical practice, and reinforce public trust in biomedical research.
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