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Purpose: To investigate the knowledge of epilepsy care and the support given by professionals to assist family members and
caregivers in providing good care to People Living with Epilepsy (PLWE).

Patients and Methods: In this case study, fifteen participants participated. Of these, eleven were parents, and four were siblings.
Twelve of the participants were primary caregivers, and three were secondary caregivers. Data were collected via in-person semi-
structured interviews and analysed via thematic analysis.

Results: From the study, two themes emerged: Participant experiences regarding epilepsy practices and knowledge regarding epilepsy.
From these two themes, four subthemes emerged: Epileptic seizure practice and treatment, as well as epilepsy knowledge and
counselling and support.

Conclusion: This study revealed that although family members and caregivers are essential in patient care, they need more support
and care from health providers. The much-needed care and support would assist in alleviating some pressures on epilepsy patient care
and increase care standards and quality of life for families and PLWE.
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Introduction

Family members play a vital role in healthcare, complementing the efforts of health professionals." The dynamic
interaction among the patient, healthcare professional, family member, and caregiver can significantly impact the
patient’s well-being. Family members and caregivers are crucial in patient healthcare decision-making, providing general
care, supporting, and addressing the patient’s challenges.' Therefore, it is imperative to comprehend their experiences,
support them, and ensure they are adequately prepared to provide care. By understanding their unique perspectives and
challenges, healthcare providers can offer tailored assistance, resources, and education to empower them in their
caregiving roles. This collaborative approach enhances the overall quality of patient care while recognizing family
members’ and caregivers’ essential contributions and needs.

Research indicates that family members and caregivers face many intricate challenges when caring for People Living
with Epilepsy (PLWE). These challenges encompass various aspects, such as the unpredictable nature of seizures, the
management of treatment regimens, the presence of stigma, the emotional toll of anxiety and depression, and the wide-
ranging psychosocial impacts. Furthermore, primary caregivers often must grapple with the adjustment of dedicating
substantial time and attention to patient care.”®

Understanding and acknowledging these unique challenges is of utmost importance to develop effective programs and
interventions that cater specifically to the needs of family members and caregivers. By recognizing the multifaceted
nature of these difficulties, healthcare professionals and policymakers can work towards implementing targeted initiatives
that address each aspect comprehensively. These efforts may include providing education and support on seizure
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management, offering strategies to cope with stigma and psychological well-being, and creating networks or support
groups where caregivers can share experiences and gain emotional support.

Furthermore, ensuring that these programs and interventions are tailored to the individual needs and circumstances of
family members and caregivers is crucial. This requires considering factors such as cultural beliefs, socioeconomic
status, geographic location, and access to healthcare resources. By developing comprehensive and personalized
approaches, healthcare providers can effectively support and empower family members and caregivers as they navigate
the challenges of caring for PLWE. Ultimately, recognising and understanding these challenges will pave the way for
more targeted and impactful interventions that improve the overall well-being of PLWE and their caregivers. While the
importance of family members and caregivers in epilepsy management is increasingly recognized, a notable dearth of
studies specifically focuses on their individual care and support experiences. In South Africa, several studies have been
conducted on aspects such as the self-management experiences of people living with epilepsy, caregiver burden, and
caregivers’ experiences with medication.” ' However, a gap exists in understanding the lived experiences of family
members and caregivers, particularly in rural areas of South Africa. This gap in knowledge hinders the development of
comprehensive strategies and interventions that can effectively address the specific needs of family members and
caregivers.

To bridge this gap, this paper explores the care and support experiences of family members and caregivers of people
with epilepsy. By delving into these experiences, researchers can gain valuable insights and a deeper understanding of
family members’ and caregivers’ unique challenges and requirements. This exploration will expand the existing knowl-
edge base, helping researchers and healthcare professionals develop tailored strategies and interventions that address the
specific needs of family members and caregivers. Ultimately, by shedding light on their experiences, this research aims to
enhance the support provided to this critical group of individuals and improve overall epilepsy care and management.

Materials and Methods
This current study was the second phase of an explanatory sequential study conducted in rural Limpopo and Mpumalanga
provinces in South Africa. These two provinces are located about 409 km away from each other. In Limpopo and
Mpumalanga, there has been an increase in access to basic services as these provinces have a number of secluded rural
settlements. More schools and clinics are being built near the villages, but hospitals are still reserved for the bigger
towns. Limpopo has the fifth largest populationin South Africa, with an overall population of 400,000."" In addition,
Mpumalanga comprises 4.4 million people, 50.7% of, whom are female and 49.3% male. Although most of the
population migrated from outside the country to Mpumalanga, over 100,000 migrants are from Limpopo province.
The poverty headcount is at 7.8%, and most houses are reported to have access to basic needs."’

A qualitative case study method was employed to answer the objective: What were the family members’ and
caregivers’ experiences of epilepsy care and support?

Population

The population of this study included 519 family members and caregivers from Limpopo and Mpumalanga provinces
who participated in the quantitative stage of the study. This had both males and females, siblings to PLWE, parents,
primary and secondary caregivers. Primary caregivers were the prominent persons within the family who cared for the
patient, and the secondary caregivers cared for patients occasionally or were present when the patient needed care. In
addition, only individuals above eighteen participated in the study.

Sampling & Inclusion Criteria

From the population, twenty participants were purposefully selected and recruited to participate in the study (ten from
each province). However, during data collection, convenience sampling was applied concerning siblings found present
during the time arranged for the interview. This included both males and females above the age of eighteen. Only
participants who were parents or siblings of PLWE were included in the study.
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Data Collection

Before data collection, individuals who participated in the study agreed to participate and signed a consent form. Data
were collected physically (face-to-face) in Mpumalanga and telephonically in Limpopo. Telephonic interviews were
used due to the financial restraints of the study. Telephonic interviews have been accredited by Rahman'? who argued
that when compared to face-to-face interviews, they can yield accurate results. All selected individuals agreed to
participate in the study as they were already familiar with it. However, two Mpumalanga participants were unavailable
for the data collection appointments (including rescheduled dates) and resigned from participation. In Limpopo, one
selected participant was not found because they gave their phone to a relative who lived in a different village.

Data were collected within three weeks by two trained research assistants who participated in the data collection as
field note-takers or interview conductors. In Mpumalanga, data was collected within the participants’ homes. Both face-
to-face interviews and telephone interviews were administered for 25-35 minutes. Data were collected via in-depth semi-
structured interviews. The data collection tool was divided into two sections; section A was socio-demographic data, and
section B included questions on participants’ experiences of epilepsy care and support. In Mpumalanga, data saturation
was reached by participant three. In Limpopo, saturation was reached by participant six. However, the researchers
interviewed three more participants in each province to ascertain saturation. In total, fifteen participants were included in
the study. Raw data was analysed by the researcher using thematic analysis and co-coded by an independent researcher.
From this analysis, two themes emerged, from which four subthemes came.

Results

Socio-Demographic Characteristics
The participants from this study were drawn from both Mpumalanga and Limpopo provinces. However, most participants
came from Mpumalanga province (9), as illustrated in Table 1. The study comprised more females (10) than males (5).
From these, the majority were parents to the patients (11) and had no formal education or only studied as far as their
primary education (11). In addition to this, most participants were Christian faith believers (12).

From this study, two themes and four subthemes emanated, as illustrated in Figure 1. The two themes that emerged
were experiences regarding epilepsy practices and Inadequate counselling and information sharing. From these themes,

Table | Socio-Demographic Information

Socio-Demographic Categories Participants
Characteristics (n%)
Province Limpopo 6 (40%)
Mpumalanga 9 (60%)
Gender Male 5 (33.3%)
Female 10 (66.7%)
Level of education Primary education or no formal education Il (73.3%)
Secondary education with or without grade 12 4 (26.7%)
Religion Christianity 12 (80%)
Traditional 3 (20%)
Relationship with patient Parent Il (73.3%)
Sibling 4 (26.7%)
Role in the life of PLWE Primary caregiver 12 (80%)
Secondary caregiver 3 (20%)

Note: (n) is the total number of participants within a category in percentages.
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Figure | Study findings themes and subthemes.

sub-themes, including epileptic seizure practice and epilepsy treatment, epilepsy source of knowledge and inadequate
counselling and information sharing emerged. This study revealed discrepancies regarding proper techniques and sound
knowledge concerning epilepsy care for PLWE.

Theme |: Participant Experiences Regarding Epilepsy Practices

Although challenging, participants expressed continued care for epileptic patients according to their needs. Some
participants reported caring for an epileptic patient during a seizure as an emotional experience. In addition, some
family members reported that they do not know what to do during a seizure.

...even now, it’s hard for me because when the seizure comes, he just dies for that certain moment. It is so painful to see him in
such a condition. (Participant 7, F, MP)

... my mother knows almost everything about it because she is always around... (Participant 9, M, MP)

Sub-Theme |: Epileptic Seizure Practice

This study shows that most participants were generally concerned about the patients not biting themselves, controlled
room temperature, or having the jerking movements physically harming them. During a seizure, eight participants
reported physically restraining the patient to stop the seizure or keep them from harming themselves. Two participants
said they ensured the patient was in a cool temperature environment, and five participants placed something in the mouth.

In the occurrence of a seizure, participants generally showed poor seizure care practices.

I normally hold him down, press him down and put him in a cool place. (Participant 1, F, LP)
I hold them for a while, 10 seconds, then they sleep for an hour. When they wake up, they are better. (Participant 8, M, LP)

I used to put a cloth, and now I put a spoon in their mouth... (Participant 11, F, MP)
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Sub-Theme 2: Epilepsy Treatment

Although one participant reported using Christian methods (which, according to them, worked), most participants
reported that their treatment preferences are Western medicine instead of traditional methods of treating epilepsy.
These participants expressed their preferences as follows:

... seemed like he was getting worse day by day, and when we prayed, he was okay. (Participant 10, F, MP)

We tried traditional medication, we didn’t see a difference, but when he drinks Western ones, we see a difference. (Participant
15, F, MP)

I prefer Western medication because he gets better when he uses the treatment, which reduces seizures. (Participant 1, F, LP)

However, some participants expressed a challenge regarding attaining proper medication from local clinics (primary
health care facilities). Participants showed that sometimes they must buy medication from their private funds because
medication would run out or be ineffective.

...It is difficult because when we go to the clinic to take their regular dosage, sometimes they just say they don’t have
medication. What are we supposed to do? (Participant 12, F, LP)

... I don’t give him medication from the clinic anymore. It doesn’t work. I take them to a doctor who will prescribe medication
we will get from the pharmacy because that works for him. I’'m even getting tired and broke because this medication costs much

money, and he cannot continue without it. (Participant 13, F, LP)
His medication is not always available at a clinic. Sometimes we don’t get them [the medication]. (Participant 6, M, MP)

...we always get our medication at the hospital in another town... (Participant 8, M, LP)

Theme 2: Knowledge Regarding Epilepsy

When asked about epilepsy knowledge and support, two subthemes were found within this study: epilepsy source of
knowledge and inadequate counselling and information sharing. Participants in this study generally expressed that they
do know about epilepsy. However, they also shared that although highly needed, there is no counselling given to them
and no intentional knowledge or information sharing about epilepsy.

Sub-Theme |: Epilepsy Source of Knowledge

Participants showed they were not adequately equipped or educated about epilepsy, and there is no continued knowledge
sharing with caregivers and family members. Almost all the participants explained that they first learned about or were
made aware of epilepsy through a personal encounter with a seizure and learned about epilepsy through the patient. On
the other hand, one participant had prior knowledge due to a history of epilepsy within the family, another participant first
learned about epilepsy from the radio, and one participant never disclosed how they came to know about epilepsy.
However, eleven participants showed they formally learned about epilepsy from a nurse after diagnosis at the clinic/
hospital. In addition, five participants stated that they were never trained in epilepsy management or given any formal
education about epilepsy.

... even my brother once suffered from it. It’s just that he didn’t suffer for a long period. (Participant 3, F, LP)

... no one has ever explained epilepsy to me. I don’t know what causes it, and all that information. His grandparents never had
it. How did it get to him? (Participant 6, M, MP)

I got it at the clinic. A doctor told me that it is epilepsy and I must take care and keep an eye on him because if he can fall while
he is alone, he can have a stroke. (Participant 14, F, MP)

No one has ever told me about this disease, and it was my first time witnessing it. (Participant 4, F, LP)

This other day on the radio, I heard them talking about it. (Participant 10, F, MP)

Neuropsychiatric Disease and Treatment 2023:19 hetps: 2761

Dove:


https://www.dovepress.com
https://www.dovepress.com

Musekwa and Makhado Dove

Sub-Theme 2: Inadequate Counselling and Information Sharing

The participants in this study showed that healthcare workers never provided any form of counselling and support for
family members and caregivers. Twelve showed that the counselling sessions merely entailed diagnosis, caution towards
treatment adherence, and seizure first aid. Furthermore, it was reported that there must be information sheets or follow-up
counselling sessions when family members collect their medication. In contrast, four participants stated that home-based
carers often talk to them in detail (as a form of counselling) about epilepsy during their monthly visits.

We have never received any pamphlets on epilepsy... we were just told that we must make sure the patient doesn’t bite their
tongue and must not go near the fire (Participant 1, F, LP)

We have never been counselled,... no one has ever spoken to my family about epilepsy (Participant 8, M, LP)
They just told us we are supposed to give him medication (Participant 5, M, MP)
When we go to collect treatment, they just ask how the patient is doing and if they are coping. (Participant 12, F, LP)

Home-based carers used to come and give us health talks on epilepsy. When they come, they speak to anyone who is there at the
house. (Participant 4, F, LP)

Home base carers visit us at home to advise us on how to treat the patient and also give health talks which cover counselling
because they give us guidance and encourage us to keep caring for our brother (Participant 15, F, MP)

Discussion
The outcomes of this study suggest that seizure exposure is associated with knowledge and awareness of epilepsy. This
implies that if these family members and caregivers have never cared for an epileptic patient, they may not understand

what epilepsy is. This is reinforced by Musekwa et al'?

, who conducted a study on community members’ knowledge and
understanding of epilepsy. The findings demonstrated Insufficient knowledge and moderate awareness. Furthermore,
there is a clear and obvious failure to discern between epilepsy awareness and knowledge. This was illustrated when
participants expressed that they first knew about epilepsy from the patient, although they were formally told about it at
the clinics. In addition, participants in this study did not seem to be equipped appropriately in first aid management of
a seizure. These behaviours explain why most family members and caregivers felt unprepared to handle a seizure,'* with
most participants only resolving to inappropriate first aid procedures (such as physical restraint) as a kind of seizure care.
It shows that family members and caregivers must be equipped to care for epileptic patients correctly.'>!” However,
even with the different methods of seizure practices, most patients mentioned that Western methods (in terms of
medication and treatment) were the best methods of epilepsy management.

The challenge of treatment attainment poses a significant obstacle for individuals seeking effective care.'®2° The
study participants reported difficulties accessing medication and sometimes experienced its ineffectiveness. Despite these
challenges, a majority of participants expressed a preference for Western treatment options over faith-based treatments.

The study suggests that the irregularities in management methods stem from a need for more training, information,
and psychological support. To ensure the survival and well-being of patients, it is crucial to address these gaps by making
training and information dissemination mandatory.*' % Participants highlighted that healthcare workers occasionally
shared insights on epilepsy. Still, a more intentional effort is needed to empower families and caregivers of epileptic
patients with proper knowledge.

The study’s findings underscore the importance of professional healthcare providers actively educating and con-
tinuously sharing information about epilepsy. This is crucial to equip families and caregivers with the necessary
knowledge and understanding to support individuals with epilepsy effectively. By providing ongoing education and
information, healthcare providers can empower these stakeholders and contribute to improved outcomes for PLWE.
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Limitations

The study’s data collection methods may have posed a limitation because to collect data and telephonic interviews may
have weakened or limited the wealth of information that would have been brought forth. Telephonic interviews are
impersonal, mainly because the researchers had already formed a rapport with the participants. The familiarity between
researchers and participants may have influenced study biases during data collection.

Conclusion

The involvement of family members is crucial for enhancing the overall well-being and quality of life of individuals
living with epilepsy. However, the participants in this study revealed a need for sufficient training and support in their
role as caregivers. Moreover, they expressed significant challenges related to treatment, which could potentially affect
their ability to adhere to epilepsy treatment plans. Therefore, these family members must receive proper education and
training on epilepsy care from healthcare providers to ensure that they can provide adequate support. Irrespective of their
geographic location or socioeconomic status, family members and caregivers need to stay updated with the latest
knowledge and information about epilepsy. They can develop the skills and understanding required to effectively assist
PLWE by acquiring the necessary education and training. This education should cover various aspects of epilepsy
management, including medication adherence, recognizing and responding to seizures, and providing emotional support.
Ensuring that family members and caregivers are well-informed and equipped will contribute to a higher standard of care
for individuals with epilepsy.

Abbreviation
PLWE, People Living With Epilepsy.
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