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Abstract
Background  Female genital schistosomiasis (FGS) is a gynaecological indication of Schistosoma haematobium 
infection characterized by parasite egg deposition in the genital tracts of girls and women. Despite its health and 
social consequences, women’s lived experiences with FGS remain poorly documented. This study used a photovoice 
approach to contextualize the experiences of women with female genital schistosomiasis (FGS) in endemic districts in 
Southern Ghana.

Methods  This was a phenomenological research design that applied photovoice to data collection. Eight Photovoice 
Group Discussions (PGDs) were conducted with 54 women aged 18 years and older, who self-identified as having 
experienced FGS. Data were collected between June and November 2022. All discussions were audio-recorded, 
transcribed, and analysed thematically with the aid of NVIVO 12 qualitative data analysis software. 

Results  The study participants demonstrated a clear understanding of the concept of “photovoice” and used 
thought-provoking photographs to express their experiences with FGS. Women reported multiple health and social 
challenges associated with the FGS, including abdominal pain, vaginal odour or itches, reproductive complications 
such as infertility, as well as social trauma and stigma.
Although some participants recognized contaminated water exposure as a risk factor, misconceptions about the 
causes of FGS such as witchcraft, infidelity, and Sexually Transmitted Infections (STIs) were common.

Conclusions  FGS has substantial health and psychosocial impacts on affected women. Strengthening community 
education and integrating FGS awareness, diagnosis, and management into reproductive health and schistosomiasis 
control programmes are critical to improving early detection and reducing stigma in endemic communities. 
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Introduction
Schistosomiasis, also known as bilharzia, is a chronic 
and acute neglected tropical disease (NTD) caused by 
parasitic flatworms of the genus Schistosoma. Accord-
ing to WHO estimates, at least 251.4 million individu-
als needed preventative treatment for schistosomiasis in 
2021. Transmission of schistosomiasis has been docu-
mented in 78 countries, most of which are in Africa [1]. 
Women and children between the ages of 10 to 19 years 
have been identified as high risk of schistosomiasis infec-
tion because women use water on a daily basis for chores, 
and children who often play in water [2].

Schistosomiasis is prevalent in tropical and subtropical 
regions, particularly in impoverished communities that 
lack access to safe water and adequate sanitation. At least 
90% of people in need of schistosomiasis preventive che-
motherapy live in Africa [1, 3].

Female genital schistosomiasis (FGS) is a gynaecologi-
cal complication of Schistosoma haematobium infection, 
caused by parasite egg deposits in the female genital tract 
[4]. Schistosoma haematobium is the primary species in 
the genus that causes urogenital schistosomiasis due to egg 
migration and deposition in the bladder and urethra, fre-
quently resulting in gross haematuria in those infected [4].

In women and adolescent girls, clinical signs of FGS 
include atypical vaginal discharge, stomach and pelvic 
pain, dyspareunia, and post-coital and contact bleeding. 
Infertility, ectopic pregnancies, abortion, early birth, and 
low birth weight have all been linked to chronic FGS [5]. 
Evidence suggests that FGS increases the chance of con-
tracting the human immunodeficiency virus (HIV) up to 
threefold and is associated with increased risk of HPV 
infection [6, 7].

Over the last decade, research on Female Genital Schis-
tosomiasis (FGS) has increased, although much of the 
literature still focuses broadly on Schistosomiasis rather 
than the gender-specific manifestations of the disease. In 
Ghana, a qualitative study examining healthcare practi-
tioners’ knowledge and practices regarding FGS, as well 
as girls’ and women’s awareness of the condition, found 
that FGS was rarely considered in differential diagnosis 
by medical professionals. The study also reported that 
adolescents seeking care were frequently stigmatized 
because FGS symptoms were often misinterpreted as 
sexually transmitted infections [8].

Similarly, a cross-sectional study conducted in schis-
tosomiasis-endemic communities in Ghana assessed the 
knowledge and awareness of genital involvement and 

reproductive health consequences associated with uro-
genital schistosomiasis. The findings showed that only 
18.9% (207/1096) of participants were aware that uro-
genital schistosomiasis can have reproductive health 
implications [9]. Several studies have also estimated the 
prevalence of FGS and examined the parasitological 
pathology of schistosomiasis among women [6, 10].

Despite these efforts, there remains a paucity of 
research exploring the lived experiences of women of 
reproductive age affected by FGS and its symptoms. To 
address this gap, this study employed photovoice within 
a qualitative approach to better understand the direct 
and indirect experiences of women of reproductive age 
who self-reported schistosomiasis or FGS in endemic 
communities.

Photovoice is a participatory research technique that 
allows individuals to express their experiences beyond 
verbal narratives [11, 12].This is particularly useful for 
populations with limited verbal expression, language 
competence, or difficult-to-understand emotional experi-
ences [13, 14]. With this method, participants captured 
photographs representing their experiences, and subse-
quently discussed these images through a focus group 
discussion. In this study, the photovoice approach was 
used to contextualize the experiences of females experi-
encing FGS within the North-Tongu and Weija districts 
in Ghana.

Methods
Qualitative research approach
This study employed a phenomenological research design 
that utilized photovoice for qualitative data collection. 
This approach was particularly suitable as it enabled 
researchers to explore lived experiences related to a spe-
cific phenomenon—in this case FGS. Data were collected 
from June to November 2022. This involved Photovoice 
Group Discussions (PGDs) with women who have expe-
rienced FGS. These discussions provided a platform for 
participants to share their thoughts and experiences 
related to FGS through the use of photographs.

This paper is part of a larger study called “FGS Accel-
erated Scale Together (FAST) Transition to Scale proj-
ect: Improving Women’s Health by Reducing Morbidity 
from Female Genital Schistosomiasis in Ghana (The 
FAST Package Project)”. The main aim of the FAST Pack-
age is to improve adolescent girls’ and women’s health by 
reducing morbidity associated with FGS through pre-
ventative and curative efforts [15, 16]. This manuscript 

Photovoice offers a valuable participatory approach for documenting women’s experiences and informing 
community-responsive health interventions. 
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presentation is guided by the Standards for Reporting 
Qualitative Research (SRQR) guidelines [17].

Study site
This study was conducted in southern Ghana, specifically 
in the North Tongu District in the Volta and the Weija 
District in the Greater Accra Region. The two districts 
were selected because they have several communities 
along the Volta Lake (the largest artificial reservoir in the 
world) and Weija Dam (the second largest water reser-
voir in the country after the Volta reservoir), where the 
Ghana Health Service reports that schistosomiasis due to 
Schistosoma heamatobium prevalence is at least 80% in 
both districts [18].

Sampling strategy
The Photovoice Group Discussion (PGD) process was 
conducted in multiple stages. Firstly, study participants 
were identified from FGDs held earlier on schistosomia-
sis and FGS. Women who reported having experienced 
FGS were identified during the FGD and their contact 
information taken. The identified women were then fol-
lowed up though by phone calls and home visits, during 
which informed consent was obtained to participate in 
the photovoice session. During the consent process, the 
aims and purpose of the study were clearly explained to 
participants.

In the second stage, the study participants who con-
sented to participate were invited for a first PGD session. 
In this session, the concept of “Photovoice” was explained 
in detail to participants as a means to utilise photogra-
phy to represent and express their experiences of FGS. To 
facilitate understanding, a hypothetical scenario describ-
ing a young lady who has experienced FGS with compli-
cations like lower abdominal pain, vaginal discharge, pain 
during sex, or bleeding after sex, among others was pre-
sented (see Supplementary File 1). Participants were then 
given the opportunity to ask questions about what had 
been discussed and the session was audio recorded. At 
the end of the session, participants were asked to reflect 
on the photovoice concept and tasked with presenting at 
least two photographs the following day that reflect their 
personnel experiences with FGS, including how they felt 
and how they managed the condition. Participants with 
smartphones were asked to take photographs themselves, 
while those without smartphones were assisted by a facil-
itator to capture the images they identified.

In the third stage, the study team and participants 
reconvened at the same venue the next day for the sec-
ond PGD session. During this session, each participant 
presented the photographs they had taken and explained 
their relevance to their experiences with FGS. The dis-
cussion focused on why the photographs were chosen, 
what made them meaningful to the participant, and how 

participants felt about each other’s pictures. Also dis-
cussed were the causes of FGS and strategies to control it 
in the community.

Sample size
The principle of data saturation was applied in this study 
to determine the sample size for the study. Data satu-
ration is achieved when no new themes, patterns, or 
insights emerge from the interviews, indicating that addi-
tional data collection would likely yield redundant infor-
mation. This approach is widely recognized in qualitative 
research as a means of ensuring that the data collected 
is sufficiently rich and exhaustive [19–21]. Based on the 
principles of data saturation and guided by information 
power [19], a total of 8 PGDs were conducted, with each 
group consisting of approximately six women. The PGDs 
were conducted across the two study districts, with 4 
PGDs held in North Tongu (2 with younger women and 
2 with older women) and 4 in Weija (2 with younger 
women and 2 with older women). Younger women were 
defined as those aged 19–29 years, while older women 
were aged 30–49 years.

The number of PGDs was considered sufficient to gen-
erate in-depth insights into women’s experiences with 
FGS while minimizing unnecessary redundancy [19].

Data collection methods
Photovoice Group Discussions (PGDs) were conducted 
by two experienced qualitative Research Assistants (RAs) 
in the local languages spoken in the study communi-
ties (Ewe and Akan). One RA served as the moderator 
and the other as a notetaker. Similar to traditional Focus 
Group Discussion (FGD) [22, 23], a total of eight PGDs 
were conducted with 54 participants, with each group 
comprising 6–8 women who discussed their experiences 
related to FGS.

The PGDs were held within the communities using an 
interview guide developed specifically for this study with 
input from subject experts (see Supplementary File 2). 
Each session lasted approximately 90 min and was audio 
recorded with participants’ consent.

Trustworthiness
Several strategies were employed to ensure the trustwor-
thiness of the study, guided by the principles of credibil-
ity, dependability, confirmability, and transferability [24].

Credibility was enhanced by training facilitators on 
moderating group discussions, managing group dynam-
ics, and encouraging participation from all members. 
This helped minimize potential power imbalances and 
fostered an environment that promoted open and open 
dialogue. The use of participants’ photographs during the 
discussions also facilitated deeper reflections and richer 
descriptions of their experiences with FGS.
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Dependability was ensured by using a semi-structured 
interview guide developed with input from subject 
experts, which provided consistency across the PGDs 
while allowing flexibility for participants to elaborate on 
their experiences.

Confirmability was strengthened through audio record-
ing of all PGD sessions and detailed note-taking by the 
research assistants, which allowed the research team to 
cross-check the data and ensure that interpretations were 
grounded in participants’ accounts.

Transferability was supported by including participants 
from two different districts and organizing the PGDs 
into two age groups— younger women (19–29 years) and 
older women (30–49 years). This diversity of participants 
enabled the capture of varied perspectives and experi-
ences related to FGS.

Data management and analysis
The PGDs were audio recorded and later translated and 
transcribed into English. The transcripts were reviewed 
for accuracy and completeness before being uploaded 
into NVivo 12 qualitative software to facilitate data man-
agement and coding. To enhance the rigor and trustwor-
thiness of the analysis, two researchers independently 
coded the transcripts. The analysis followed Braun and 
Clarke’s approach to qualitative data analysis [25].

The initial stage involved thoroughly reading through 
the transcripts to familiarize themselves with the data. 
Guided by the study objectives, they identified recurring 
ideas and patterns that emerged from the data. Based 
on these initial observations, a codebook was developed 
to outline key themes and subthemes relevant to the 
research questions. Following the development of the 
codebook, each researcher conducted independent cod-
ing of the transcripts, ensuring an unbiased approach 
to data interpretation. After completing the coding pro-
cess, the researchers collaborated to compare their find-
ings, discussing any discrepancies in theme identification 
and interpretation. Through this iterative process, they 
refined the themes and reached a consensus on the most 

accurate representation of the data. A thematic analysis 
approach was then employed to systematically analyse 
the data, allowing for the identification of meaningful 
patterns and insights pertinent to the study’s aims. This 
method enabled researchers to delve deeper into par-
ticipants’ lived experiences about FGS, ensuring that the 
findings were both representative and reflective of their 
perspectives.

Consent to participate
Written informed consent was obtained from all par-
ticipants after providing detailed information about 
the study and addressing any questions they had. Par-
ticipation was entirely voluntary, and participants were 
informed of their right to withdraw from the study at any 
time without any consequences. Participants were also 
assured of the anonymity and confidentiality of the pho-
tographs they produced. To further protect privacy, pho-
tographs featuring identifiable individuals were excluded 
from the manuscript.

Results
A total of 54 community members in 8 groups par-
ticipated in the PGDs exercise. There was an average 
of 6 participants per session. The majority (51.85%) fell 
within the 30–49 year age group. A higher proportion of 
the participants have no formal education (48.15%) and 
66.67% were not married (Table 1).

Themes and sub-themes
The themes and sub-themes that guided the presentation 
of the results are outlined in Supplementary File 3. Six 
main themes emerged from the analysis: (1) participants’ 
experiences with the photovoice process, (2) participants’ 
experiences with Female Genital Schistosomiasis (FGS), 
(3) community perceptions of the causes of FGS infec-
tion, (4) participants’ experiences of the consequences of 
FGS, (5) health-seeking behaviour for FGS, and (6) com-
munity suggestions to improve the control and manage-
ment of FGS.

Across these themes, several sub-themes were identi-
fied, including reflections on the photovoice process, 
personal and community experiences with FGS, per-
ceived causes of infection such as contaminated water, 
witchcraft, infidelity, and sexually transmitted infections, 
as well as the health and social consequences of the con-
dition. Additional sub-themes captured participants’ 
treatment-seeking practices—including the use of health 
facilities, traditional and herbal remedies—and commu-
nity-level recommendations such as health education, 
improved access to safe water, and increased awareness 
of praziquantel.

Table 1  Socio-demographic characteristics of the study 
participants
Characteristics Frequency(n = 54) Percentage (%)
Age

  19–29 26 48.15

  30–49 28 51.85

Educational Status

  No education 26 48.15

  Primary 16 29.63

  Junior High School 12 22.22

Marital Status

  Not Married 36 66.67

  Married 18 33.33
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Overall, participants’ accounts across the themes and 
sub-themes were largely consistent across the two study 
districts and the different age groups.

Participant’s experiences with photovoice
Participants expressed enthusiasm about the photovoice 
approach and reported that the process enabled them to 
reflect deeply on the experiences of women affected by 
Female Genital Schistosomiasis (FGS). Many participants 
indicated that using photographs helped them articulate 
and visualize their experiences more effectively. The pro-
cess encouraged reflection and discussion about everyday 
situations that symbolized the condition and its effects 
on women.

Initially, some participants suggested taking photo-
graphs of physical symptoms such as vaginal rashes or 
discharge. However, facilitators discussed the ethical 
concerns associated with photographing sensitive body 
areas. Despite this limitation, participants creatively 
identified alternative images that symbolically repre-
sented their experiences with FGS, including environ-
mental objects and everyday community scenes.

One participant explained how the exercise encouraged 
deeper reflection:

“We are very happy about the exercise. At first, 
I thought it was a difficult thing to do. But when I 
went home, I thought deep, and the issues started 
coming. I even have lot of pictures to depict some of 
the situations, but because you said two pictures, I 
had to limit the pictures.” (Young women, 19–29 
years, North Tongu).

Similarly, another participant highlighted the excitement 
generated by the process:

“This is an exciting thing. I have really enjoyed the 
process of using pictures to show FGS experiences.” 
(Older women, 30–49 years, Weija).

Participants’ experiences with FGS
All study participants reported to have experienced FGS 
and were familiar with the common signs and symptoms, 
which included blood in urine and lower abdominal pain. 
In addition to their first-hand experience of FGS, some 
participants also shared insights gained from a close 
friend/neighbour. These experiences reflected the wide-
spread nature of the disease within the communities.

One participant shared the experience of a family 
member who suffered severely from the disease:

“I know of a family member who had FGS. It was 
very severe. She died but I don’t know whether the 

death was related to the FGS or not.” (Younger 
women, 19–29 years old, North Tongu).

Others described their ongoing struggles with the 
disease:

“I experienced FGS myself. It is still an issue in me. 
I am just managing it.” (Older women, 30–49 years, 
North Tongu).

Participants also recognized the potential complications 
associated with untreated infections:

“Yes, I know untreated schistosomiasis can lead to 
severe schistosomiasis and some complications such 
as infertility and bad vaginal odour.” (Older women, 
30–49 years, Weija).

Community perceptions of the causes of FGS infection
Although most study participants correctly associated 
FGS with contact with contaminated river bodies, other 
perceived causes were also widely mentioned. These 
included witchcraft, infidelity or promiscuity, and sexu-
ally transmitted infections (STIs). These perceptions 
were consistent across both study districts and among 
different age groups.

Some of the study participants belief that FGS is linked 
to supernatural forces or punishment from ancestral 
gods, particularly in cases involving perceived moral 
wrongdoing such as adultery.

“The way the sickness (FGS) behaves, some people 
sometimes believe it is spiritual. So, they seek spiri-
tual healing, and they are sometimes healed.” (Older 
women, 30–49 years, North Tongu).

Similarly, others explained how the disease is sometimes 
interpreted as punishment for infidelity:

“In this community, if a married woman sleeps with 
another man aside the husband, the gods punish the 
woman with sickness which is like FGS.” (Younger 
women, 19–29 years, Weija).

Participants also mentioned beliefs related to witchcraft:

“Some people get FGS through witchcraft. Maybe 
your rival can bewitch you in the form of FGS.”(Older 
women,30–49 years, North Tongu).

Another participant linked the condition to sexually 
transmitted infections:
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“Some of these FGS are STIs and women need to 
take good care of themselves.” (Young women, 19–29 
years old, North Tongu).

Participants experiences of the consequences of FGS
Participants described several negative consequences of 
FGS, including infertility, severe abdominal and vaginal 
pain, Itchy and offensive vagina discharge, ad experiences 
of social exclusion/ trauma and stigma.

Infertility
Infertility was frequently mentioned as one of the most 
distressing consequences of FGS. Study participants 
explained that women who are unable to conceive often 
face blame and social stigma within the community.

“The community has negative perception towards 
that woman, and it is a form of shame to the 
woman.”(Older women, 30–49 yreas, North Tongu).

Participants illustrated these experiences using symbolic 
photographs such as a refuse dump (Fig. 1) to represent 
the neglect and marginalization experienced by women 
perceived to be infertile. This makes such as woman mis-
erable like a refuge damp.

“In our society it is perceived that women are respon-
sible for keeping the house tidy. When a visitor comes 
in and the house is dirty women are blamed for that, 
I compare the stigma women go through due to com-
plications of FGS or schisto in the community such 
as not being able to conceive just like a refuse damp.” 
(Older women, 30–49 years old North Tongu).

Severe abdominal and vaginal pain
Severe abdominal and pain during sexual intercourse 
were commonly reported symptoms of FGS.

Participants used images such as thorny plants (Fig. 2) 
to represent the sharp and persistent pain associated with 
the disease.

“The picture I took demonstrates how a thorn can 
prick someone and cause pain. It is similar to the 
pain when I have blood in urine”. (Younger women, 
19–29 yreas, North Tongu).

Itchy and offensive vaginal discharge
Participants in the study also reported persistent itching 
and foul-smelling vaginal discharge, which is uncom-
fortable and negatively affects women’s self-confidence. 
A study participant used water plant (Fig.  3) to express 
to symbolize the source of infection and the irritating 
nature of the symptoms.

“This is a picture of a water plant. The water plant 
grows in the river and produces microorganisms 
which can cause several diseases when you are 
exposed to the river. The plant when it comes into 
contact with the body causes itchiness. It is also like 
a rope that can entangle a person during swimming 
and may lead to a person drowning. The plant is a 
very dangerous one which I don’t want to ever come 

Fig. 3  The use of thorny tree to express severe abdominal and vaginal 
pain due to FGS

 

Fig. 2  Water plant to explain itchy vagina due to FGS

 

Fig. 1  A refuge damp used to explain the consequences of infidelity
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in contact with. This is compared to an experience 
a young girl had in my household on Schistosomia-
sis which made her private part itch continuously.” 
(Older women, 30–49 years, North Tongu).

Social exclusion, trauma and stigma
Women with FGS are sometimes stigmatized and experi-
ence what can be characterized as social trauma. Study 
participants noted that because of the impact of FGS, 
including infertility, embarrassment, pain, and foul smell, 
women experience stigmatization, feel shy around others, 
and isolate themselves from the community. Social exclu-
sion can contribute to poor health and potentially lower 
physical activity and result in poor mental health. Study 
participant used a pit latrine (Fig. 4) to depict the issue of 
stigma and social trauma due to FGS.

“Each household needs a latrine, lack of that in a 
household brings shame. Because we all eat, and 
we need a place to free our bowels. Imagine having 
diarrhoea that causes stomach upset and not hav-
ing latrine close by, see how uncomfortable you will 
be. This is just like having FGS and not getting treat-
ment for it. It itches, brings some form of bad odour 
and you can’t even conceive, how can you be among 
people, it is a great shame in our society.” (Older 
women, 30–49 years, North Tongu).

Health-seeking behaviour for FGS
Study participants acknowledged that FGS needs to be 
treated in order to provide respite for the patient. Even 
though most participants said that going to an ortho-
dox health facility is the preferred place for treatment, 
however, several other treatment approaches were also 

mentioned. Some participants reported seeking care 
from traditional/spiritual healers, or herbal preparations. 
Most women choose spiritual healing or sorcery because 
they think that their illnesses are caused by supernatural 
forces and necessitate spiritual remedies.

“I think the best place to seek care is the hospital. So 
we try to seek care at the hospital with the condi-
tion”. (Younger women, 19–29 years, North Tongu).

Additionally, traditional herbal medicine was mentioned 
as a way to treat schistosomiasis/FGS which some of the 
study participants mentioned was sometimes effective.

“Some of the FGS cases cannot be treated using only 
the orthodox method. You need to consult the herb-
alist for some herbs.”(Older women, 30–49 years, 
Weija).

Another participant described combining herbal rem-
edies with hospital treatment:

“Sometimes the medicines from the hospital alone 
do not help, so we combine them with herbs. We 
boil the herbs, pour it in a bucket and sit over the 
steam. This helps relieve the symptoms.”(Younger 
women,19–29 yreas, Weija).

Surprisingly, some women think blood in urine (schisto-
somiasis) is a normal occurrence, given that many people 
in the community experience it, and therefore it does not 
require treatment.

“Many people in the community have experienced 
schisto. Therefore getting it is not a big deal. It goes 
away after some days even without treatment” 
(Older women,30–49 years, North Tongu).

Study participants mentioned that there is always great 
joy when a woman gets appropriate treatment for FGS. A 
participant used a lotto kiosk to illustrate her experience 
from the time she had the condition until she got treated 
(Fig. 5).

“I personally had experience of blood in urine for 
about 10 years and I thought it was normal to see 
blood in my urine until an announcement was 
made in the community that if you see blood in your 
urine you should come for treatment. I also went to 
the community school park for the drug. After tak-
ing it, I felt weak and didn’t see blood in my urine 
anymore, I was so happy about that. My experience 
with the disease through treatment and healing can 
be associated with the colours on this lotto kiosk. It Fig. 4  Latrine/toilet to express social exclusion/ trauma and stigma due 

to FGS

 



Page 8 of 12Dalaba et al. BMC Women's Health          (2026) 26:290 

has red, yellow and green. To me, the red signifies 
the pain for blood in urine, the yellow signifies the 
treatment I had which gave me a bit of ease knowing 
that I would be cured, and the green indicates when 
I fully recovered from blood in urine.” (Older women, 
30–49 years old, North Tongu).

Community suggestions to improve the control and 
management of FGS
Participants proposed several strategies to improve 
the control and management of FGS within their 
communities.

Community education and awareness
Participants emphasized the need for community edu-
cation to increase awareness about the causes, symp-
toms, and treatment of FGS. They therefore suggested 
involving stakeholders like health workers, community 
leaders (chiefs), and religious leaders in the awareness 
campaigns.

“If you like using the river and you start urinating 
blood you should know that it is schistosomiasis. But 
some of our young girls do not know that. They need 
education from the health workers.” (Older women, 
30–49 years old, Weija).

Improved access to safe water
Study participants mentioned that lack of pipe born water 
is the main reason they visit the rivers to get water for the 
households and the risk of contracting schistosomiasis. 
They therefore recommended the provision of boreholes 
or other safe water sources for the communities.

“Sometimes, it is not our fault. We do not have bore-
hole close by, so we do not have option but to use the 

river water for our activities. We will be grateful if 
they provide us boreholes in the community.” (Older 
women, 30–49 years, North Tongu).

Increased knowledge about praziquantel
There was limited knowledge about the use of praziqu-
antel to treat FGS. Study participants mentioned that 
some women in the community do not know that there is 
medicine (praziquantel) that can effectively treat FGS. As 
a result, they waste time seeking herbal treatment instead 
of visiting the health facilities. It was therefore suggested 
that community education on simple treatment with pra-
ziquantel should be promoted at the community level.

“I know women who do not know that blood in urine 
can be treated effectively in the hospital with just a 
simple medication.” (Younger women, 19–29 years, 
North Tongu).

In addition, participants further emphasized the need to 
address stigma associated with the disease to encourage 
women to seek treatment without fear of embarrassment.

“Some women who have blood in urine shy because 
of stigma. So, they manage it their own ways with-
out going to the hospital. Education to make peo-
ple know that blood in urine is because of the river 
but not because of anything.” (Older women, 30–49 
years, North Tongu).

Discussion
This study used a photovoice approach to explore wom-
en’s experiences with Female Genital Schistosomiasis 
(FGS), community perceptions of its causes and conse-
quences, and health-seeking behaviours in two endemic 
districts in Ghana. The findings highlight the usefulness 
of participatory visual methods in capturing lived expe-
riences of FGS and reveal important gaps in knowledge, 
persistent misconceptions about the disease, and struc-
tural barriers affecting prevention and treatment.

Photovoice as a tool for understanding lived experiences 
of FGS
The findings demonstrated the feasibility and value of 
photovoice as a participatory research method for doc-
umenting lived experiences of FGS in rural settings. 
Participants expressed enthusiasm about the photo-
voice approach and reported that it enabled them to 
reflect deeply on their experiences with FGS. Photo-
voice approach has previously been used among women 
in rural areas in Kenya to explore water, sanitation, and 
hygiene (WASH) behaviours [26], highlighting its effec-
tiveness in facilitating community engagement and 
reflection on health-related practices. However, its 

Fig. 5  Lotto kiosk to depict health-seeking behaviour for FGS
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application to understanding the lived experiences and 
social implications of FGS has been limited. In this study, 
participants were able to grasp the photovoice concept 
and were able to produce compelling images to describe 
their own FGS experiences as well as those in their 
household and community. This participatory process 
encouraged critical reflection and dialogue around FGS, 
thereby empowering participants to articulate issues that 
may otherwise remain hidden in conventional research 
approaches.

Experiences and burden of FGS among women
Participants in this study reported personal and commu-
nity experiences with FGS, indicating that the condition 
remains a significant health problem in endemic com-
munities. Women described symptoms such as blood 
in urine, abdominal pain, vaginal itching and discharge, 
which align with clinical descriptions of urogenital 
schistosomiasis and FGS [4, 27–29]. Some participants 
also reported long‑term complications such as infertil-
ity, consistent with evidence that genital schistosomiasis 
can impair fertility and reproductive health [4, 27–29]. 
In many Ghanaian communities, childbearing is highly 
valued, and infertility can lead to social tension within 
families as well as marginalization [30]. Previous research 
has similarly documented how reproductive health con-
ditions, including FGS, can exacerbate gendered stigma 
and social vulnerability [31]. The findings highlight how 
the burden of FGS extends beyond physical symptoms to 
include psychological and social consequences.

Community perceptions and misconceptions about the 
causes of FGS
Although most participants correctly associated FGS 
with contact with contaminated water, several miscon-
ceptions about the disease were also identified. Partici-
pants attributed the condition to witchcraft, spiritual 
punishment for infidelity, or sexually transmitted infec-
tions. These perceptions are consistent with previous 
studies in schistosomiasis-endemic settings where ado-
lescent girls and women presenting with schistosomiasis 
or FGS-related symptoms were often assumed to have 
STI or to be sexually promiscuous [10, 31–33]. Such mis-
conceptions are not unique to FGS, but reflect broader 
patterns in many low- and middle- income countries, 
including Ghana, where illness causation is frequently 
linked to supernatural or spiritual forces [34, 35].

Misconceptions about disease causation can influ-
ence treatment‑seeking behaviour and delay access to 
appropriate care. For example, beliefs that FGS may be 
caused by supernatural forces may encourage women to 
seek spiritual or traditional healing rather than biomedi-
cal treatment. Similar findings have been reported in 
other schistosomiasis-endemic settings where cultural 

interpretations of illness shape health behaviours and 
health service utilization [33, 36, 37]. Addressing these 
misconceptions requires culturally sensitive health edu-
cation strategies that acknowledge existing belief systems 
while promoting accurate biomedical understanding. 
Engaging traditional and spiritual healers in awareness 
and referral systems may also help bridge gaps between 
community beliefs and formal health services. In addi-
tion, since some participants reported perceived ben-
efits of herbal remedies, further research is warranted 
to examine the potential efficacy of such treatments and 
explore whether safe and evidence-based integration into 
broader treatment strategies may be feasible.

Health-seeking behaviour and barriers to treatment
The study found that women use a variety of treat-
ment pathways when experiencing symptoms of FGS. 
Although many participants identified health facilities as 
the preferred place for treatment, traditional and herbal 
remedies were also commonly used. Some participants 
reported combining hospital treatment with herbal ther-
apies, while others relied solely on traditional healers. 
Similar findings have been reported in other endemic 
settings where pupils were referred to traditional healers 
and herbalists by parents or elderly relatives for the treat-
ment of schistosomiasis [33].

In addition, some women considered blood in urine to 
be a normal condition because it is common within the 
community, which may reduce the perceived need for 
treatment and contribute to delayed care‑seeking. Simi-
lar perceptions have been noted in other endemic areas, 
where schistosomiasis symptoms are normalized due to 
high prevalence [32].

Limited awareness of praziquantel as an effective treat-
ment for schistosomiasis was also reported. Although 
praziquantel is widely recommended for schistosomiasis 
control [38], knowledge about its availability and effec-
tiveness remains limited in some endemic communities. 
In Ghana and many other endemic countries, praziquan-
tel is often available primarily during mass drug admin-
istration (MDA) campaigns, with limited availability at 
health facilities afterward. Therefore, it is essential to 
ensure that praziquantel is consistently available through 
the essential drugs available at health facilities, especially 
in communities where schistosomiasis is endemic.

Structural determinants and community‑level solutions
Participants emphasized the role of environmental and 
structural factors in sustaining transmission of schisto-
somiasis and FGS. The lack of safe water sources forced 
many households to rely on rivers for domestic activities, 
increasing exposure to contaminated water and perpetu-
ating parasite transmission. This echoes broader evidence 
that inadequate water, sanitation, and hygiene (WASH) 
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infrastructure is a key driver of schistosomiasis transmis-
sion [39, 40].

To curtail the effects of FGS, study participants pro-
posed several community-driven solutions- including 
community education, improved access to safe water, 
and increased awareness about praziquantel. These sug-
gestions align with global recommendations that empha-
size integrated control approaches combining preventive 
chemotherapy, health education, improved water and 
sanitation infrastructure, and community engagement [1, 
41]. Improved access to safe water and sanitation infra-
structure is particularly critical for preventing schisto-
somiasis transmission. However, access to these services 
remains uneven in many parts of Ghana. According to a 
UNICEF report, even though access to water in Ghana 
has considerably increased, one out of every ten people 
must travel more than 30 min to reach a better source of 
drinking water. Another 11% of the population continues 
to drink from contaminated surface and underground 
water sources [42]. The study communities are situated 
along the Volta River and the Weija Dam, which serve 
as key sources of treated water for Ghanaian communi-
ties. Regardless of their proximity to these water sources, 
the communities have limited access to potable water. 
In addition, there are sanitation challenges, such as lim-
ited toilet facilities in the communities, and community 
members defecate along the riverside, which is a source 
of schistosomiasis transmission. In general, open defeca-
tion is a challenge in Ghana, particularly in rural areas 
and it is reported that the proportion of households with 
no toilet facility is 29% in rural areas [43, 44]. These fac-
tors (untreated and limited water and sanitation) place 
community members at risk of schistosomiasis. There-
fore, there is a pressing need to improve access to afford-
able potable water to reduce community contact with 
river water and improve access to affordable toilet facili-
ties to reduce open defecations.

Importantly, participants also highlighted the need 
to address stigma associated with FGS. Stigma can 
discourage women from seeking treatment and may 
exacerbate the psychological burden of the disease. Com-
munity‑level education and dialogue are necessary not 
only to improve knowledge about FGS but also to reduce 
stigma and encourage supportive social environments for 
affected women.

Implications for policy and practice
The findings of this study have important implications 
for schistosomiasis control and reproductive health 
programmes in endemic settings. First, there is a need 
to integrate FGS awareness into existing schistoso-
miasis control initiatives and sexual and reproductive 
health programmes. Second, community education 
campaigns should address both biomedical and cultural 

understandings of the disease to correct misconcep-
tions and promote appropriate health‑seeking behaviour. 
Third, improving access to safe water sources remains a 
critical structural intervention for reducing exposure to 
schistosomiasis.

Participatory approaches such as photovoice may also 
serve as effective tools for community engagement and 
health promotion. By enabling community members to 
document and share their experiences, photovoice can 
support advocacy efforts and inform locally relevant 
interventions for the prevention and management of 
FGS.

Strengths and limitations of the study
A key strength of this study is the use of photovoice, a 
participatory visual method that enabled participants 
to express their experiences in creative and meaningful 
ways. The method facilitated deeper reflection and gen-
erated rich qualitative data about the lived experiences 
of women affected by FGS. The inclusion of participants 
from two districts and different age groups also allowed 
for the exploration of diverse perspectives.

However, several limitations should be acknowledged. 
The nature of FGS is often sensitive, and sharing per-
sonal experiences through photographs can raise privacy 
issues. Participants may be hesitant to depict their reali-
ties due to fear of stigma or social repercussions. How-
ever, since participants were instructed to present only 
images that do not include themselves or other individu-
als, the potential privacy concerns were minimized and 
unlikely to impact the study’s findings.

The photovoice process requires considerable time 
and resources, including multiple visits, explanations of 
concepts, and ongoing support for participants. Never-
theless, due to careful planning, these challenges were 
effectively managed, ensuring that they did not compro-
mise the study’s results.

In the study areas, discussions around reproductive 
health issues like FGS may be considered taboo, poten-
tially limiting participants’ willingness to engage openly. 
However, the strong rapport developed between the 
study team and participants facilitated more honest 
expression, helping to mitigate this cultural barrier and 
minimizing its impact on the findings.

Despite these limitations, the study provides important 
insights into the social and health experiences of women 
affected by FGS and highlights key areas for intervention.

Conclusion
This study used a photovoice approach to explore wom-
en’s experiences with Female Genital Schistosomiasis 
(FGS) in two endemic districts in Ghana. While many 
participants recognized contact with contaminated 
water as a key cause of FGS, misconceptions—such as 
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beliefs related to witchcraft, spiritual punishment, and 
sexually transmitted infections—persisted and influenced 
treatment-seeking behaviours. Women also reported 
significant physical and psychosocial consequences of 
FGS, including infertility, chronic pain, stigma, and social 
exclusion.

Participants highlighted the need for improved com-
munity education, better access to safe water sources, 
and increased awareness of effective treatment with pra-
ziquantel. These findings underscore the importance of 
integrating FGS awareness into schistosomiasis control 
programmes, strengthening access to treatment within 
routine health services, and improving water and sanita-
tion infrastructure. Addressing FGS therefore requires 
integrated strategies that combine biomedical interven-
tions with community engagement and broader invest-
ments in water, sanitation, and reproductive health 
services.
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