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Background: Caregivers of clients with mental health illnesses play a critical role in treatment
and recovery. However, little is known about their information-seeking behaviour, especially
in rural Malawi, where access to mental health resources remains limited.

Objectives: This study aimed to explore the information-seeking behaviours of informal
caregivers of clients with mental health illness in Neno District, Malawi, focusing on their
information needs, sources and barriers.

Method: A qualitative exploratory design was employed. Data were collected through in-
depth interviews with 11 purposively selected informal caregivers of mental health illness
clients. Data were analysed inductively using Braun and Clarke’s thematic analysis, with
interpretation guided by Wilson’s Model of Information Behaviour.

Results: Informal caregivers sought information on understanding mental illness, medication
adherence, coping mechanisms and available community support. Primary sources included
psychiatric nurses, mental health clinicians, health surveillance assistants and traditional and
religious leaders. Key barriers to information access included stigma, low literacy levels, long
distances to health facilities and lack of tailored health education materials. Despite these
challenges, informal caregivers developed coping strategies such as peer support networks
and consulting trusted community figures.

Conclusion: The study highlights the importance of strengthening mental health information
dissemination strategies tailored to informal caregivers’ needs in rural contexts. Health
professionals and stakeholders must consider socio-cultural and logistical challenges faced by
informal caregivers.

Contribution: The findings provide important insights into the lived experiences of informal
caregivers in rural Malawi, offering a basis for designing targeted interventions to improve
mental health literacy and support systems in similar rural African settings.

Keywords: information needs; information sources; information-seeking; information-seeking
behaviour; informal caregivers; mental health illness; Malawi.

Introduction

Mental health problems are one of the largest causes of disability in the world (Dong et al. 2025;
Liu & Kuai 2025; Rehm & Shield 2019; Wei et al. 2025). They are characterised by alterations in
thinking, mood or behaviour associated with distress or impaired functioning (American
Psychiatric Association 2013). According to Eaton (2023), in 2019, one out of every eight people,
or 970 million people worldwide, suffered from a mental disorder. This is of particular concern
in the 153 low- and middle-income countries where 85% of the world’s population resides and
over 80% of the mental health problems occur (Javed et al. 2021). If untreated, mental illness can
worsen, potentially leading to crises or suicide (Fegert et al. 2020). In a developing country, such
as Malawi, where only 0.3% of health facilities offer mental health services and most are
concentrated in urban areas, caregivers often play a vital role in supporting clients with mental
illness. Their responsibilities include encouraging treatment adherence, managing medication
and assisting with daily needs (Mo'tamedi et al. 2014; Yesufu-Udechuku et al. 2015). Access to
relevant and timely mental health information empowers caregivers to make informed
decisions, improve patient-provider relationships and achieve better outcomes (Niazkhani
et al. 2020; Osborn, Wasanga & Ndetei 2022; Patel et al. 2018). Information-seeking behaviour
entails the purposive seeking of information because of a need to satisfy some goals (Wilson 2000).
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It has also been defined from the user’s perspective as ‘the
user’s constructive activity of finding meaning from
information to extend his or her state of knowledge on a
particular problem or topic” (Kuhlthau 1999). Mental health
service providers offer mental health information to clients
and caregivers, whether they are living in the community or
admitted to hospitals (World Health Organization 2021).
The mental health team includes professionals, such as
counsellors, psychologists, psychiatric nurses, mental
health clinicians, psychotherapists, occupational therapists,
social workers and community support workers. These
experts help identify side effects of drugs, ensure medication
adherence and manage daily mental health issues.

Informal caregivers are individuals who provide unpaid
support to family members, friends or relatives living with
mental health conditions or old age and are a prevalent form
of social support (Singh, Kumar & Gupta 2022). They provide
care on an unpaid basis because of their pre-existing
relationship and sense of responsibility towards the person
being cared for. They may need information on how to assist
their clients with medication management, overcoming drug
side effects and dealing with mental health issues is crucial
(Singh et al. 2022). However, most caregivers lack adequate
experience in caring for clients with mental illnesses, and as
such, they require information and support to manage the
condition (Yesufu-Udechuku et al. 2015).

This study focuses on Neno District, a rural area in southern
Malawi with a population of 147272 (Kayira et al. 2023). It is
characterised by poor accessibility, because of the lack of a
tarmac road and the presence of mountainous terrain. It
possesses a district hospital, a community hospital and
13 additional healthcare centres. Partners in Health (PIH) has
collaborated with the Ministry of Health (MoH) in enhancing
health service delivery in the district since 2007 (Kayira et al.
2023). Informal caregivers acquire information from
community sensitisation events, interaction with other
knowledgeable caregivers, during ward rounds, patient
follow-ups, drug replenishments and a few other informal
caregivers access it on web-based and social media sources
(Lee & Hawkins 2016). It is against this background that this
study intends to explore the information-seeking behaviour
of caregivers of clients with mental illness in Neno District
Hospital in Malawi.

Problem statement

Access to relevant health information on mental illness is
crucial for informal caregivers responsible for clients with
mental illness to ensure their relative’s health improves
(Chadda 2014). In the field of mental healthcare, the
importance of caregivers in providing support to individuals
with mental illness is crucial and cannot be overstated
(Mithesh & Sheelam 2023). However, a critical gap exists in
our understanding of the information-seeking behaviour
exhibited by caregivers as they navigate the complexities of
providing care for their loved ones with mental health
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challenges (Hargreaves, Sbaffi & Ford 2023). Although
formal caregivers are starting to realise how important it is
for informal caregivers to have information, there is not
enough research that has been conducted that investigates
what caregivers need, want and find difficult when they
try to find information about mental illnesses (Peterson
et al. 2016).

The study conducted in Germany found that 26% of
German adults in the sample had searched for information
on mental health, with the majority of 73% of all seekers in
the sample having searched for information for others
(Freytag et al. 2023). The study also found that there is a
significant gap in the availability of information about
mental health and illness in Germany, which leads to a
high demand for information among the public (Freytag
et al. 2023). The study also found that there is a lack of
awareness among the public about the availability of
mental health services and resources (Freytag et al. 2023).
The study conducted in America by Lagoe and Atkin
(2015) aimed to identify factors that may influence health
information-seeking behaviours among adults. The study
found that health anxiety mediates the relationship
between neuroticism and information-seeking. In
addition, internet efficacy was identified as a mediator
between internet experience and information-seeking.
Furthermore, the study also found an association between
health anxiety and the use of online support groups.
The authors suggest that these findings have implications
for public health campaigns and interventions aimed at
improving mental health literacy and reducing stigma
associated with mental illness (Lagoe & Atkin 2015).
Understanding the information-seeking behaviour of
caregivers is crucial for developing targeted interventions
and support systems that can enhance their ability to
provide effective care and improve the overall well-being
of both caregivers and the individuals under their care.

There is limited information and studies carried out in
Malawi on information-seeking behaviour of informal
caregivers of clients with mental health illnesses; hence, a
study was performed by Thindwa, Chawinga and Dude
(2019) investigated the information needs and behaviours of
security studies students in Malawi at Mzuzu University.
This study is different from the other studies discussed above
as it was not targeting the caregivers of mental health
illnesses, but it has shown how seeking information
behaviour is important and has shown the barriers that may
affect the process of seeking information. Therefore, the aim
of this study was to explore the information needs and
information-seeking behaviour of caregivers of clients with
mental illness at Neno District Hospital. Specifically, the
study focused on the information needed by caregivers of
clients with mental illness, the sources of information of
caregivers of clients with mental illness and barriers to the
access of information by caregivers of clients with mental
illness in the Neno district in Malawi.
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Theoretical framework

This study was guided by Wilson’s Model of Information
Behaviour, originally proposed in 1981 and later improved in
1996 and 1999, as the underlying theoretical basis. Wilson’s
model offers a good approach to understanding how
individuals recognise a need for information, initiate
information-seeking activities and interact with various
sources within a given context. It is particularly useful in
analysing the dynamic processes involved in information-
seeking among non-professional caregivers operating in a
rural setting (Figure 1).

Wilson (1999) conceptualised information behaviour because
of a perceived information need, which activates a search for
information influenced by contextual factors such as the
individual’s psychological state, role in society, environmental
conditions and access to resources. The model further contains
intervening variables, such as education, culture, literacy and
access to infrastructure and activating mechanisms, such as
stress, motivation or anxiety, which influence both the initiation
and effectiveness of information-seeking behaviour.

In the context of this study, caregivers of clients with mental
health illnesses in Neno district in Malawi face multiple
stressors that serve as activating mechanisms, prompting
them to seek information about the nature of the illness,
medication management and support services. Their reliance
on both formal information sources, such as psychiatric
nurses and informal sources, such as the clergy and traditional
leaders. The barriers to accessing information are addressed
through Wilson’s concept of intervening variables, such as
low literacy, stigma and limited access to mental health
services. Wilson’s Model of Information Behaviour informed
the development of the interview guide by shaping questions
around the model’s core components: perceived information
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Source: Wilson, T.D., 1996. ‘Information behaviour: An interdisciplinary perspective’,
Information Processing & Management 33(4), 551-572. https://doi.org/10.1016/S0306-
4573(97)00028-9
FIGURE 1: Application of Wilson’s model of information behaviour (1996) in the
study context.
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needs, sources and strategies for seeking information,
barriers (intervening variables) and coping mechanisms
(activating mechanisms).

The theoretical framework derived from Wilson’s model was
adapted to reflect the rural Malawian context, where health
literacy, cultural beliefs and structural inequalities intersect
to shape information-seeking behaviour. As such, the model
provides a useful lens through which the interplay between
individual motivation, social context and barriers can be
critically analysed (Case & Given 2016; Wilson 1999).

The researchers extend the model by incorporating context-
specific mechanisms, such as the role of traditional and
religious leaders as trusted intermediaries who trigger and
legitimise information-seeking. The culturally embedded
structures operate alongside formal healthcare channels.
This calls for a refinement of the model to include community
authority figures as catalysts, particularly in low-resource
African settings, such as rural Malawi.

Literature review
Information needed by caregivers

According to a study conducted by Bangerter et al. (2019),
informal caregivers require a significant amount of
knowledge and awareness about various mental health-
related information to provide adequate care to their loved
ones. Specifically, caregivers need to be aware of the
medications their loved ones are taking, their costs and
insurance coverage and the different health conditions they
may be facing. In addition, informal caregivers need to
have a good understanding of how the healthcare system
works, including navigating healthcare providers, medical
appointments and insurance claims.

Hart et al. (2020) highlighted that the healthcare industry
experiences fluctuating information needs for various
reasons, such as the caregivers’ desire to make informed
decisions, demographic considerations, like age and gender,
and the need to obtain relevant information. Hence, it is
common for caregivers to initiate an information-seeking
process to fill any gaps in their knowledge. According to a
study conducted by Lilleheie et al. (2020) on mental health
nurses from two large mental healthcare organisations in the
Netherlands who provided care to older community-
dwelling or hospitalised clients with a severe mental illness
and their informal caregivers, it was found that the top
priority for caregivers is information regarding diagnosis,
hospital visits, as well as treatment and services. This
indicates that there is a pressing need for healthcare providers
to provide careful attention to the information needs of
caregivers to assist them in making informed decisions for
their loved ones.

A study conducted in Hamburg, Germany, by Liebherz et al.
(2015) on information and decision-making needs among
people with anxiety disorders found that relatively few
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caregivers and clients dealing with mental illness seek out
mental health services. Additionally, even for those who do
initiate treatment, many fail to receive follow-up care. One
possible explanation for this trend may be the lack of
information available regarding symptoms, diagnoses,
severity of conditions and available healthcare services
and treatment options. Having access to sufficient health
information is crucial in promoting patients” self-
management, preventing symptom exacerbation, informing
treatment decisions and ultimately improving treatment
effectiveness.

A study carried out by Aass et al. (2022) on patients suffering
from mental illness and family members in community
mental healthcare services in Norway found that many
clients with mental illnesses depend on caregivers and
friends in their daily activities. Therefore, caregivers must
possess comprehensive information and understanding of
the outcomes of the disorder and the challenges that may
arise during the treatment and care of their clients. A
qualitative study conducted by Sharif et al. (2020) in Saudi
Arabia on family caregiver experiences of burden and
coping while caring for relatives with mental illness has
shown that involving caregivers in the planning and care of
individuals with mental illness has a significant impact on
their mental health. Even brief involvement of caregivers
has been reported to enhance health and recovery, reduce
the risk of relapse and increase family well-being (Sharif
et al. 2020). In a related context, a study in Zambia by
Mwape, Sikwese and Kapungwe (2010) explored health
providers’ views about mental health integration into
primary healthcare. The study found that mental health
caregivers sought similar information on diagnosis and
treatment but faced additional challenges, such as long
travel distances and limited access to trained health
professionals. It suffices to mention that such problems are
also encountered in the rural Malawian setting. The above
studies have also revealed that the more information family
caregivers have, the better they can comprehend the illness
and provide effective care.

Sources of information for caregivers

Studies on the information-seeking behaviours related to
mental health of parents and caregivers have explored
various channels used to obtain information, including
consulting with physicians, searching the internet and asking
friends for advice (Singh et al. 2022). Despite the abundance
of information available, informal caregivers tend to rely
primarily on personal communication with professionals as
their main source of information. A study conducted in the
UK revealed that health professionals were the primary
source of information for parents of children with disabilities
with physical and learning difficulties, followed by other
parents and voluntary organisations (Forcheron et al. 2023).
Similar findings have been reported in other studies (Aass
etal. 2022; Sharif et al. 2020; Singh et al. 2022). Caregivers also
use mass media, such as television, radio and newspapers, as
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supplementary sources of information, although these are
generally considered less reliable compared to direct
communication with healthcare professionals. Comparable
patterns have been observed in Zimbabwe, where Chibanda
et al. (2016) reported that caregivers of people with mental
illness primarily sought information from properly trained
and supervised lay health workers (LHWs) in primary care.
They also relied on lay health counsellors trained through the
‘Friendship Bench’ programme. This means that community-
based interventions can complement formal health systems
in delivering reliable information.

Barriers to access to information

Access to mental health information remains a major challenge
for informal caregivers, especially in low-resource settings.
Several studies highlight that caregivers often encounter
logistical, psychological and social barriers that hinder effective
information-seeking. For instance, Baker and Naidu (2021)
found that ineffective communication from clinic staff limited
caregivers’ ability to access timely and relevant information.
Nxumalo and Mchunu (2017) further found that caregivers may
experience stigma by association. This can lead to social
withdrawal and reluctance to seek information openly. Such
stigma may reflect the negative emotional experiences of the
people they care for, including shame and self-blame. Peterson
et al. (2016) also emphasised the lack of targeted information
support for caregivers, especially in going through mental health
systems and understanding clinical terminologies. The barriers
are particularly critical in rural contexts, where low literacy
levels, limited access to digital resources and a shortage of mental
health professionals exacerbate the information gap (Javed et al.
2021; Osborn et al. 2022). However, a study in Zimbabwe by
Chibanda et al. (2016) reported that community-based
interventions, such as the Friendship Bench programme, reduced
informational barriers. This was achieved by providing
accessible, lay counsellor-delivered mental health education.
This implies that locally adapted services can overcome some of
the common challenges reported in other settings. After
synthesising the studies, there is a need for more inclusive,
culturally sensitive and accessible mental health information
strategies tailored to the unique challenges faced by informal
caregivers.

Research methods and design
Study design and approach

The study employed a qualitative exploratory design, which
is suitable for gaining an in-depth understanding of complex
social phenomena, particularly when there is limited existing
research on the topic. The approach was chosen to allow rich,
detailed exploration of informal caregivers’ experiences,
perceptions and behaviours in seeking mental health
information in a rural Malawian context.

Study setting and population

The population under study was the informal caregivers of
clients accessing psychiatric care at Neno District Hospital
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in Malawi. The study was specifically conducted at
the Mental Health Outpatients” Department (OPD) of the
hospital.

Neno District Hospital is a district hospital that provides
medical care for various conditions in the Southern Region of
Malawi, including mental health conditions. Neno District
Hospital was chosen for this study because of its capacity to
handle a variety of non-communicable diseases, including
mental health illnesses, at its OPD clients and its provision of
non-paying services.

Sampling

To ensure an unbiased sample, it is recommended that
the subjects possess similar characteristics to those in the
population. For this study, purposive sampling was
employed, with a sample size of 7-10 respondents until data
saturation. Utilising purposive sampling, as described by
Bryman (2016), enables researchers to rely on their own
judgement when choosing participants for their surveys.
Purposive sampling is a non-probability sampling
approach that selects participants based on specific
characteristics that align with the research objectives,
making it particularly advantageous in qualitative research
(Akkas & Meydan 2024).

Data collection

This study used a semi-structured interview guide. This
semi-structured interview guide was interpreted in the
Chichewa language, which is a local language that is used in
all parts of Neno District. This was relevant for this study
because it allowed open-ended responses from participants
for more in-depth information and flexibility. Face-to-face in-
depth interviews lasted between 30 and 50 min and were
conducted in private consultation rooms at the hospital’s
mental health outpatient unit to ensure privacy, maintain
participant comfort and confidentiality.

A total of 11 informal caregivers were interviewed. Following
the approach described by Guest, Bunce and Johnson (2006),
the emergence of new codes and themes after each interview
was monitored. Saturation was considered to be reached
when consecutive interviews yielded no new substantive
information relevant to the study objectives. In this study,
saturation was observed from the tenth interview and
confirmed with the eleventh, as no additional codes or
themes emerged. This point of saturation was further
validated by revisiting earlier transcripts to ensure that the
identified themes adequately captured the breadth and depth
of participants’ experiences. Data collection took 2 weeks.
Interviews were conducted after they had finished attending
the clinic with their clients.

Trustworthiness of the study

This study followed Saunders and Townsend’s (2016)
recommendation, where the trustworthiness and validity
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of the qualitative research were assessed by applying
four criteria: credibility, dependability, confirmability and
transferability.

Credibility

To ensure credibility, which is the confidence in the truth of
the data, the study interviewed participants who were living
with mental illness. The interviews were conducted and
recorded using an audio recorder. The recorder was replayed
for the participants to confirm their responses before data
were analysed, and to ensure credibility.

Confirmability

Raw data collected as well as recordings were shared
with the supervisor to inspect the data throughout the
study, so that the data were verified to be unbiased and
impartial.

Dependability

Firstly, dependability is the stability of data over time and
across conditions. This was achieved through an audit
inquiry, whereby the collected data were scrutinised by the
external reviewer. Secondly, participant narratives have also
been included in the research findings.

Transferability

Transferability is the criterion that measures how the data
findings can be applied to other contexts, and this was
achieved by the provision of a thick, detailed description of
the participants” demographics.

Data analysis

Thematic analysis was employed to analyse the research
data. This qualitative analytical approach involves
identifying, analysing and reporting patterns and themes
in data (Braun, Clarke & Weate 2016). An inductive
approach was adopted, allowing themes to emerge
directly from participants’ narratives without the
imposition of a predefined theoretical framework. This
approach was well-suited to the exploratory nature of the
study, which aimed to uncover the lived experiences and
information-seeking behaviours of informal caregivers.
While coding and theme development were grounded
in the data, the interpretation and discussion of findings
were later aligned with Wilson’s Model of Information
Behaviour, which provided a conceptual lens to
understand the dynamic interplay between caregivers’
motivations, contextual barriers and information-seeking
actions.

Ethical considerations

Ethical clearance to conduct this study was obtained from
the Mzuzu University Faculty of Health Sciences, Research
Committee (FOHS/STJOG/24/014) and the Saint John of
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God College of Health Sciences (STJOG) Research and
Ethics Committees. The researcher also obtained permission
from the Neno District Hospital to conduct the study within
their facility. Participants who agreed to participate in the
study gave informed consent. Before signing the form, the
researcher provided them with detailed information about
the study, including its purpose, the procedures involved
and the potential risks and benefits. Participants were also
informed of their right to withdraw from the study at any
time without any negative consequences. Throughout the
study, the researcher strictly adhered to all ethical principles
of beneficence, justice and others. To ensure privacy and
anonymity, all interviews were conducted in private
settings, and participants’ names or any identifying details
were not recorded; rather, unique identification codes were
used. Pseudonyms were used during transcription and
reporting to protect participants’ identities.

Results
Participants’ demographics

The demographic characteristics of the participants. The
majority were women, 9 (81.8%) and most of them, 4 (36.4%),
were in the age range of 20-29 years. Most had primary
education, 9 (81.8%). All participants, 11 (100%), were
farmers. In terms of tribe, the majority, 7 (63.6%), were Ngoni.
Regarding marital status, 7 (63.6%) were married and all
participants, 11 (100%), were Christians (Table 1).

Data analysis and results codes

To develop codes and emerging themes, a content analysis
model was used and it involved: (1) recording audio notes
and short notes, (2) asking open-ended questions,
(3) translating audio files to English transcripts, (4) reading
back short notes taken to participants and playing back
recordings to participants for member checking, (5) creating
open inductive codes manually and (6) finding emerging
themes (Table 2).

TABLE 1: Participants’ demographic characteristics (N = 11).

Variable Category Frequency (n) %
Sex Female 9 81.8
Male 2 18.2
Age range (years) 20-29 4 36.4
30-39 3 27.3

40-49 3 27.3

50-59 1 9.1
Education Primary 9 81.8
Secondary 2 18.2

Occupation Farmer 11 100
Tribe Ngoni 7 63.6
Lomwe 4 36.4

Marital status Married 7 63.6
Single 1 9.1

Widow 1 9.1

Divorced 1 9.1

Separated 1 9.1

Religion Christianity 11 100
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Development of codes and emerging themes

TABLE 2: Codes and emerging themes.
No. Code

Emerging theme

il Advice on medication and its importance, Information needed
information on the situation and progress of

clients and encouragement to us and our clients

2 HCW, Community groups, peers and parents Sources of information

3 HCW, discussions and personal judgement Quality and reliability

of information

4 Weekly, monthly and quarterly Frequency of seeking

information
5 Among caregivers and healthcare workers Sharing information
on patient care
6 Logistical challenges, a lack of basic needs, stigma Barriers to accessing
and discrimination information
7 Inadequate patient care, time-consuming, Impact of challenges
poor adherence and compliance with treatment on provision of care
and care
8 Seeking information from reliable sources, Adaptive coping and
community sensitisation and provision of other resource strategies
necessities

Note: HCW included medical doctors, counselors, psychologists, psychiatric nurses, General
clinicians, mental health clinicians, psychotherapists, social workers, and community support
workers.

HCW, Health care workers.

Themes
Theme 1: Information needed

A significant number of participants expressed a lack of
knowledge on the type of information they need, for
example, proper care of their clients with mental health
illness, on giving medications and essential care, while
some participants lacked encouragement and information
on the progress of the client’s illness:

‘I want to get advice on how to take meds and importance of
taking meds.” (Participant 2, female, age 20-29, farmer)

‘I want to get more information concerning the situation or
progress of my client.” (Participant 3, female, age 20-29,
farmer)

‘I want encouraging messages to ourselves and our clients.’
(Participant 6, female, age 30-39, farmer)

Theme 2: Sources of information

Most participants mentioned healthcare workers as their
source of information whenever they want to get advice
on how to take care of their clients or when they have
some questions pertaining to their clients’ illnesses. Some
participants mentioned community groups and other
guardians as their source of information in addition to
healthcare workers. None mentioned social media or other
sources of information. The following are some of the
direct quotations from some of the participants:

‘I get information from the hospital workers, and community
sensitisations which happen in our villages.” (Participant 1,
female, age 20-29, farmer)

‘1 get information from my parents and health workers.”
(Participant 7, female, age 40—49, farmer)

‘I get information from other people who care for clients with
the same challenges as well as health care workers.’
(Participant 10, female, age 40-49, farmer)
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Theme 3: Quality and reliability of information

Many participants evaluate the reliability of the
information by verifying with qualified healthcare
workers. Some verify by discussing with other guardians
and other groups in the community, while others verify
with their parents:

‘I verify the information by discussing with health care workers.”
(Participant 3, female, age 20-29, farmer)

‘1 cross check information with parents and other caregivers
with similar mental Illnesses.” (Participant 5, female, age 30-39,
farmer)

‘Helping us with basic needs.” (Participant 10, female, age 4049,
farmer)

‘T evaluate the information I get by verifying with other care
givers with clients of similar Illnesses.” (Participant 11, female,
age 30-39, farmer)

Theme 4: Frequency of seeking information

A majority of participants seek information on a monthly
basis, some on a weekly basis, some twice a week, while
others depend on the condition of their client’'s mental
illness. The following are verbatim quotes from some
participants:

‘I seek information mostly when the need arises.” (Participant 2,
female, age 20-29, farmer)

‘It depends with the condition of the patient sometimes I seek
information monthly or every 3 months.” (Participant 4, male,
age 30-39, farmer)

Theme 5: Sharing information on patient care

Many of the participants share information with other
caregivers, who look after clients with similar illnesses. But
few of them contact a healthcare worker through a direct
phone call. Some interviewees shared the following:

‘We share information with other caregivers with similar mental
illnesses.” (Participant 1, female, age 20-29, farmer)

‘I share information on how to take care of my client through
hospital visits.” (Participant 2, female, age 2029, farmer)

‘Sometimes I share information on how to take care of my
patient through phone calls and discussions with other care
givers and health care workers.” (Participant 6, female, age
30-39, farmer)

Theme 6: Barriers to accessing information and
contributing factors

Several participants have difficulties to access information
because of logistical challenges, for instance, a lack of money
to use for transport to visit the hospital and some participants
experience difficulties because of stigma and discrimination
from the community, as well as health facilities, while other
participants do not have any difficulties to access information
about how to care for relatives with mental illness. Overall,
most participants attributed poverty as a contributing factor
to their problems:

Page 7 of 10 . Original Research

http://www.sajim.co.za . Open Access

‘Segregation, [kusalidwa] and being side-lined because people
feel that we don’t need more information.” (Participant 2, female,
age 20-29, farmer)

‘T have difficulties with transportation costs to visit the hospital
to seek information and there is also a shortage of health care
workers who give information because most of the time they are
busy attending other clients so they don’t have time just to give
information to us.” (Participant 8, female, age 30-39, farmer)

‘We don’t have any challenges with accessing information on the
clients with mental health illness.” (Participant 3, female, age
20-29, farmer; Participant 5, female, age 30-39, farmer; Participant
6, female, age 30-39, farmer)

Theme 7: Impact of challenges on provision
of care

A number of participants reported a significant impact of
the challenges they face on the provision of care to their
clients, as well as reported that this leads to the provision
of insufficient care to clients, as well as poor adherence
and compliance to treatment and scheduled hospital
follow-up visits. Some participants do not have challenges
at all:

‘It limits our efforts to effectively take care of our client for
example we miss appointments and this shows as if we
don’t have love for our sick relative [Ngati tilibe chikondi].’
(Participant 9, male, age 40—49, farmer)

‘When we are late for or we have missed our scheduled hospital
visits this hinders opportunity to get necessary information and
care because.” (Participant 7, female, age 4049, farmer)

Theme 8: Adaptive coping and resource
strategies

The predominant theme emerging from participants
suggested seeking information only from qualified health
workers and the provision of other basic necessities to clients
with mental health illnesses as a solution to overcome
challenges in accessing information on their clients’ care.
Some participants had no suggestions at all:

‘Only seek information from qualified health care workers.
Guardians and healthcare Workers.” (Participant 1, female, age
20-29, farmer)

‘Giving us information to the community through sensitisations
and village meetings.” (Participant 4, male, age 30-39, farmer)

Discussion

The study’s findings align closely with Wilson’s Model of
Information Behaviour, which positions ‘a perceived
information need” as the starting point for the information-
seeking process. Caregivers showed interest in
information on medication adherence, illness progression
and encouragement (Theme 1) reflects the recognition of
such a need. Their dependence on health workers and peers
(Theme 2) demonstrates the activation of ‘information-
seeking behaviours’, often shaped by the accessibility and
trustworthiness of available information sources. However,
barriers such as stigma, limited resources and long
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travel distances (Theme 6) function as ‘intervening variables’
that can hinder the seeking process, as outlined in the
model. In response to these constraints, caregivers
employed adaptive coping and resource strategies,
including community sensitisation and seeking help from
trusted individuals (Theme 8), which can be seen as
‘activating mechanisms’ providing solutions to overcome
structural and social challenges. Synthesising these
themes reveals a cyclical pattern where unmet needs
trigger target-seeking behaviours, which are continuously
influenced by personal, social and environmental factors,
satisfying the model’s applicability to rural African mental
healthcare contexts, such as that of the Neno district in
Malawi.

Information needed by caregivers of clients with
mental illness

Itis evident from the literature that the information needed by
caregivers of clients with mental illness varies. According to a
study conducted by Bangerter et al. (2019), informal caregivers
require a significant amount of knowledge and awareness
about various mental health-related information to provide
adequate care to their loved ones. According to a study
conducted by Lilleheie et al. (2020) on mental health nurses
from two large mental healthcare organisations in the
Netherlands who provided care to older community-dwelling
or hospitalised clients with a severe mental illness and their
informal caregivers, it was found that the top priority for
caregivers is information regarding diagnosis, hospital visits,
as well as treatment and services. A study conducted in
Hamburg, Germany, by Liebherz et al. (2015) on information
and decision-making needs among people with anxiety
disorders found that relatively few caregivers and clients
dealing with mental illness seek out mental health services. In
addition, even for those who do initiate treatment, many fail
to receive follow-up care. One possible explanation for this
trend may be the lack of information available regarding
symptoms, diagnoses, severity of conditions, and available
healthcare services and treatment options. Findings from this
study indicate that caregivers need information such as: how
to take care of their clients, the progress of their clients, as well
as assurance and encouraging messages, which is similar to
previous studies. The implication of these findings suggests
that healthcare systems in Neno District should prioritise
educational programmes tailored for caregivers of clients
with mental health illnesses to enhance their knowledge and
emotional resilience while ultimately improving the quality
of care provided to individuals with mental health challenges.

Sources of information for caregivers of clients
with mental illness

Studies on the information-seeking behaviours of parents
and caregivers with mental health illnesses have explored
various channels used to obtain information. These include
consulting with physicians, searching the internet and asking
friends for advice (Singh et al. 2022). A study conducted in
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Greece, which involved 203 clients who were attending a
diabetic clinic, found that healthcare providers were their
primary source of information, followed by traditional print
and broadcast media and the internet (Kalantzi et al. 2015). It
has emerged from these study findings that there is a
consistency with previous studies conducted elsewhere, for
instance majority of the participants get information from
health workers or hospital staff and fellow caregivers with
similar illnesses. This implies that healthcare professionals
remain the main sources of information for caregivers of
clients with mental illness in Neno, other than the traditional
print and broadcast media and the internet.

Barriers to the access of information by
caregivers of clients with mental iliness

Literature reveals various challenges to the access of
information by caregivers of clients with mental illnesses.
Baker and Naidu (2021) further found that caregivers often
experienced poor communication of information from clinic
staff. A study conducted by Nxumalo and Mchunu (2017)
found that caregivers who care for those living with mental
illness face the risk of being stigmatised by association. As a
result, they may experience negative emotions akin to those
experienced by individuals with mental illness, such as low
self-esteem, shame and anger. Consequently, they may not
feel comfortable openly seeking additional information
about mental illness. In this study, many participants face
significant barriers that hinder their ability to obtain the
necessary knowledge and resources. One primary challenge
islogistical in nature; caregivers often lack financial resources,
which limit their ability to travel to healthcare facilities or
meet with professionals who can provide guidance.
Caregivers also lack basic needs because of time constraints
imposed by piecework jobs, which can result in them missing
hospital schedules and other opportunities for information
gathering. In addition, stigma and discrimination play a
critical role in obstructing access to information; some
caregivers reported feeling marginalised by both community
members and hospital staff, who prioritise clients without
mental illness over those requiring specialised care. This
marginalisation not only affects the caregiver’s self-esteem
but also limits their access to vital resources and support
networks that could enhance their caregiving capabilities.
The combination of these factors creates a significant barrier
that impedes information-seeking behaviours of caregivers
of clients with mental health issues. The implications of these
barriers are profound: they not only affect the quality of care
provided to the clients but also contribute to the overall stress
and burnout experienced by caregivers, ultimately impacting
the mental health outcomes for both parties involved.

Recommendations

¢ Develop pictorial health information leaflets in Chichewa
to address low-literacy challenges. These leaflets should
explain treatment plans, medication use and follow-up
steps in the local language, using visual aids for low-
literacy audiences.
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e Enhance accessibility of information services by
introducing mobile phone text messaging services to
remind caregivers about clinic appointments, medication
refills and follow-up visits. This can also be achieved by
implementing mobile outreach clinics and community
sensitisation to address geographical barriers.

e Introduce community-based mental health education
programmes that hold culturally relevant educational
materials addressing identified caregiver information
needs in Neno District. Engage trusted community
figures, such as religious and traditional leaders, in
information dissemination.

¢ Conduct anti-stigma initiatives targeting both communities
and healthcare providers.

e Establish support networks to encourage sharing
experiences, resources and mutual support within Neno
District Hospital. These networks can enhance collective
knowledge about mental healthcare practices and
community health worker check-ins.

e Build capacity for frontline healthcare providers to
provide consistent, reliable and empathetic information
to caregivers.

Limitations of the study

Despite the valuable insights gained from this qualitative
study, it is important to acknowledge its limitations. Firstly,
the study involved a small sample of participants, who may
not be representative of the broader population of interest.
Therefore, the findings cannot be generalised to other
contexts or groups in Malawi. Secondly, the principal
researcher was directly involved in data collection
and analysis; there is a possibility that the researcher’s
subjectivity may have influenced interpretation, despite
efforts to ensure credibility through member checking and
peer debriefing. Thirdly, participants may have been
influenced by social desirability bias, offering responses
they perceived as favourable rather than fully candid
accounts. The study was also confined to Neno District, a
rural area with distinct socio-cultural and health service
characteristics, which may limit the transferability of results
to different regions or urban contexts. Recognising such
boundaries is critical when considering the applicability of
the findings.

Conclusion

This study explored the information-seeking behaviour of
caregivers of clients with mental health illness in Neno
District in Malawi by exploring their information needs,
sources of information and challenges encountered. The
findings revealed that caregivers seek information related
to understanding mental illness, medication adherence
and care responsibilities, emphasising the importance of
addressing their knowledge gaps. Health workers, especially
psychiatric nurses, were identified as the most trusted and
accessible sources of information, highlighting the need to
empower frontline health personnel with appropriate mental
health communication skills and resources. Despite their
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efforts, caregivers face barriers, such as stigma, low literacy
and poor access to health information, which can hinder
effective caregiving. In response, caregivers demonstrated
resilience by forming peer support networks and relying on
culturally trusted figures, such as religious and traditional
leaders. These findings emphasise the need for integrated,
community-based mental health education initiatives that
are culturally sensitive and accessible. Supporting caregivers
through targeted information services can improve care
outcomes and strengthen community mental health systems
in rural African settings, such as those in Malawi.
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