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ABSTRACT 

 

Background 

Epilepsy is a debilitating disease with a high risk of morbidity and mortality globally. A 

seizure diary is one of the methods described in the literature that can be used to manage 

patients living with epilepsy. These diaries are available in two formats, paper-based and 

electronic diaries. This study aimed to develop an improved seizure diary and determine 

patients’ perception of its use in the management of patients with epilepsy in South Africa. 

Methods 

In the first phase of this study, a scoping review of literature was performed. An extensive 

search of appropriate literature was conducted using online databases, such as 

MEDLINE, Scopus, CINAHL, Cochrane and EBSCOhost. Key phrases, such as seizure 

diary, paper diary, and seizure tracker, were used to identify and retrieve relevant themes, 

categories, and subcategories of literature for examination.  

In the second phase of the study (a cross-sectional study), cohorts of patients with 

epilepsy were identified at the casualty and local clinics of a hospital in Kimberley, and 

the neurology specialist epilepsy clinic in Bloemfontein. Questionnaires were distributed 

to patients, to gather data on their perceptions of and attitudes to the epilepsy diary, and 

their opinions on what must be included in a seizure diary.  

The third phase of the study involved a modified Delphi survey with a panel of 10 local 

and two international experts, who deliberated on what they believed were the required 

contents of a seizure diary.  

In the fourth phase, a longitudinal study, a new seizure diary was developed, based on 

the suggestions of the expert Delphi panel and the recommendations of patients living 

with epilepsy. The new seizure diary was distributed to patients who had completed the 

initial questionnaire, and they were requested to use it for six months. 

In phase 5a (cross-sectional study), patients, relatives, and caregivers (participants) were 

requested to complete a questionnaire about their experiences of the new seizure diary. 

Finally, in phase 5b, a final version of the new seizure diary was designed. 
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Results 

In phase 1, 1 125 articles were identified from the database search, of which 23 were 

selected for review by the study.  

In phase 2, 182 patients with epilepsy were recruited for the study, 65 were patients who 

had previous exposure to a seizure diary, and 117 were unexposed. Of the patients who 

had previous exposure to the seizure diary, 64 (98.5%) found the diary useful, but 15 

(23.1%) reported facing various challenges with using the seizure diary. 

In phase 3, the modified Delphi survey had three rounds, with 12 expert panellists 

completing each round. Consensus for any item was set at 70%. Eighteen items were 

suggested as the required contents of a seizure diary. 

The seizure diary, designed in phase 4, was distributed to 139 patients (81 previously 

diary-unexposed and 58 who had previous exposure to a seizure diary) to use for six 

months. 

In phase 5a, of the 139 patients who received the new seizure diary,100 (67 previously 

diary-unexposed participants and 33 participants who had previous exposure to a seizure 

diary) completed questionnaire 2. Participants who had previous exposure to a seizure 

diary were predominantly very positive about the new diary because it had more 

information. However, 21.2% preferred the old one, because it was easier to complete.  

In phase 5b of the study, the final draft of the new seizure diary was designed for use by 

patients with epilepsy. 

Conclusion 

An expert panel of specialists, patients, caregivers, and relatives participated in 

developing a new seizure diary. Despite a few patients reporting that they preferred the 

old seizure diary, most participants preferred the new seizure diary and were willing to 

use it. 

Keywords: Epilepsy, Seizure diary, South Africa, Clinics, Modified Delphi, Experience, 

Perceptions, Attitudes, Unexposed, Previously exposed 
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CHAPTER 1: BACKGROUND AND LITERATURE REVIEW 

1.1 INTRODUCTION 

Epilepsy is a neurological disorder that affects numerous people of all age groups in Africa 

and worldwide. The World Health Organisation (WHO) estimates that of the 50 million 

people with epilepsy worldwide, 80% are from low- and middle-income countries. Though 

about 10% of people will experience a seizure during their lifetime, this does not mean 

they have epilepsy. In low and middle-income countries three quarters of people 

diagnosed with epilepsy will go untreated. Seizures can be prevented in about 70% of 

people with epilepsy if they receive anti-seizure medications (WHO, 2019). 

According to a controlled study in five African countries, the incidence of epilepsy varies 

between 83 and 156 per 100 000 of the population (WHO, 2004). The International 

League against Epilepsy (ILAE) updated the definition of epilepsy in 2014, to make it 

more practical. Epilepsy may be considered if a person meets any of the following criteria 

(Fisher et al., 2014): 

1) At least two unprovoked seizures occurring more than 24 hours apart; 

2) One unprovoked seizure and a possibility of further seizures similar to the general 

recurrence risk (at least 60%) after two unprovoked seizures occurring over the next 

ten years; or 

3) Diagnosis of an epilepsy syndrome. 

The management of patients with epilepsy aims to control the seizures, and to reduce 

morbidity and mortality from this medical condition. According to Loiseau and Jallon 

(1995), a patient’s seizures are controlled if the patient is seizure-free for at least 12 

months, and uncontrolled if the patient has one or more seizures a year. Berg (2009) 

provides a more limited definition of uncontrolled seizures, as at least one seizure every 

month for 18 months (Berg, 2009). However, due to a lack of proper medical record-

keeping and statistics on seizures amongst patients with epilepsy, no definition for 

controlled or uncontrolled seizures in Africa has been published (WHO, 2004). 

The level of education and socio-economic circumstances of patients are significantly 

different in Africa than in the developed world. Education is a significant component of 

well-being; it measures a society's socio-economic development and quality of life. The 
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mean education ratio in Africa is 0.55, versus 0.9 in the developed world (United Nations 

Development Programme, 2016). This difference will have an impact on the definition of 

controlled or uncontrolled epilepsy in the African populace compared to the developed 

world. Most patients and clinicians in Africa accept the definition of uncontrolled epilepsy 

of Fisher (2013), namely that “epilepsy is uncontrolled if seizures are frequent and severe 

enough to interfere with the patient’s quality of life”.  

Medication adherence can influence the frequency of seizures in patients with epilepsy 

(Egenasi et al., 2015) and may help reduce morbidity and mortality. Different ways of 

improving medication adherence have been practiced, such as pill counting and direct 

observation of patients (Farmer, 1999). The proper use of a diary is another method that 

has been proposed to improve adherence and reduce seizure frequency in patients with 

epilepsy (Ernst et al., 2016). 

A diary is an annual journal with dates of the month and space for writing, which can be 

used for keeping daily records of events and experiences in one’s life. The Oxford 

Learner’s Dictionaries (2019) defines a diary as a book where one records daily events 

and occurrences. It is a common tool that has been used for centuries and is still used 

today to help people keep track of appointments and remember events. Diaries are 

commonly paper-based, but due to advances in technology, most paper-based diaries 

have been converted to electronic ones. The electronic format can be found in electronic 

devices such as phones, laptops, and computers. Most patients would have encountered 

a diary at some point in their lives, and one can assume that it would be easy for patients 

to accept using a diary. If a diary is modified for use in a clinical setting, it can help patients 

record their seizures and provide information to healthcare workers to help them manage 

their patients better. If patients with epilepsy start using diaries, it will help family 

physicians realize the ideal of shared decision-making, in so doing making the patients 

partners in decisions concerning their care (Pickrell et al., 2015; Epilepsy Foundation, 

2016). 

In this research project, the researcher did an extensive study to develop an improved 

seizure diary that can be used to manage and monitor seizures of people with epilepsy 

in South Africa.  

The researcher used a Delphi survey and questionnaires for data collection. An improved 

diary that patients can use was developed from analysing the patients’ opinions as 
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provided in a first questionnaire, and from experts’ views provided in the Delphi survey. 

The diary was distributed to participants for daily use, and after six months, a second 

questionnaire was used to obtain the patients’ opinions about the new diary. 

The new diary was pronounced to be an improvement on the current basic calendar diary 

distributed by pharmaceutical companies in South Africa that are currently used in some 

epilepsy clinics as a patient monitoring tool.  

1.2 BACKGROUND 

In South Africa, the prevalence of epilepsy is 3.7 per 1 000 of the population (WHO, 2004). 

Epilepsy South Africa (2020) estimates that epilepsy affects about 500 000 people in 

South Africa, which is 1 per 1 000 South Africans. Patients with epilepsy frequently attend 

health centres; these patients represent all age groups. Epilepsy in adults may be 

secondary to traumatic brain injuries, and in elderly people, due to events such as stroke. 

Thanks to modern medicine, state-of-the-art equipment such as video 

electroencephalograms, neuromodulation devices and medical alert bracelets exists that 

make it easier to diagnose, treat, and monitor epilepsy. 

When patients have seizures, it is sometimes observed by relatives, guardians, and 

friends. These observers may remember the events, but they cannot always recall the 

details of the seizures, especially when children are involved, due to different caregivers 

being involved at school and at home. Children with multiple caregivers at a time may be 

more challenging to monitor. A seizure diary will help these patients, their relatives, and 

caregivers keep record of these episodes and help them observe the seizure frequencies 

more carefully if medications are changed (Fisher et al., 2012). 

The Epilepsy Foundation (2022) describes a seizure diary as a “self-management tool for 

seizures and epilepsy, used for the purpose of self-monitoring and tracking seizures and 

other symptoms”. It helps to manage medication and other therapies, recognise triggers 

and health events that may affect seizures and wellness, and communicate with providers 

of care (Epilepsy Foundation 2022; Fisher et al., 2015). Fisher et al. (2012) describe 

seizure diaries as a type of patient-reported outcome. Marino et al. (2003) and Watson 

(2002) describe the diary as a research tool, which requires respondents to record their 

daily activities and responses. It helps to capture “life as it is lived” (Bolger et al., 2003) 
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by the patient. The diary can help patients track their seizures and provide valuable 

information for healthcare workers involved in managing patients who have epilepsy. 

There are various types of seizure diaries. The electronic diary is the preferred diary used 

in developed countries; the paper-based diary can be in the form of a calendar or an event 

diary. The calendar diary asks basic questions about patients’ seizure types and 

frequency, which is the industry standard (Fisher et al., 2012). In the calendar, patients 

can tick off the days they had seizures. It is simple and easy to use, but does not provide 

details. The current calendar diary fails to provide relevant information about the patient 

that can help healthcare providers understand their condition, their treatment, and how it 

has been adjusted over time. It is not interactive and fails to motivate and provide patients 

with information, which can help them become more involved in the management of their 

own epilepsy.  

The electronic diary is more detailed and accurate, but there are challenges with its use 

in Africa. Due to poor socio-economic circumstances, few patients can afford 

smartphones with internet capabilities, smart devices, and expensive data to download 

internet apps. Many live in rural settings (WHO, 2004), where internet facilities are not 

always available, which makes it difficult for them to use electronic diaries. In communities 

where the population is uneducated, people may struggle to understand mobile devices 

and computers. In contrast, paper-based diaries can be made available readily, they are 

easy to use, patients can train themselves to use them, and paper diaries do not require 

any internet access or the user to possess computer skills (Ohly et al., 2010). It can also 

be successfully used in even predominantly illiterate communities (Wiseman et al., 2005). 

A modified seizure diary that involves patients actively in its design can be a useful tool 

to help patients, and their relatives keep records of events related to epilepsy, such as 

seizures, in their own words. The diary may also help them narrate their experiences, so 

that healthcare workers can understand how the disease impacts them and their families. 

Using information obtained from patients with epilepsy in the development of a diary could 

reveal patients’ opinions about their care, which clinicians sometimes overlook. If patients 

living with epilepsy are taught how to use it properly, the diary can help healthcare 

workers access important information about their patients, which may otherwise not have 

been available. The information available could lead to better management of patients 

and less waste of scarce resources (Blachut et al. 2015., Egenasi et al. 2022). 
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No studies have been done in South Africa concerning developing a seizure diary for 

epileptic patients. However, certain clinics, such as the epilepsy clinic in Bloemfontein, 

used versions of diaries distributed by pharmaceutical companies to help doctors monitor 

patients (Keikelame and Swartz, 2013). 

Online library searches conducted on databases such as Medline, CINAHL, PsycINFO, 

journals, theses and dissertations for information about seizure diary turned up very little, 

due to a lack of adequate research in this area. 

Certain studies that were reviewed, such as Neugebauer (1989), found daily diary 

methods to be reliable in the clinical setting. This finding is supported by Glueckauf et al. 

(1990), who found the diary method to be a highly reliable method for both recall and 

prospective self-reporting by subjects. Detyniecki and Blumenfeld (2014) report that 

studying patients’ documentation of their seizures is the most often used scientific method 

for measuring patients’ awareness of seizures. Caregivers should be encouraged to 

improve seizure reporting, especially for psychiatric patients and those who are mentally 

challenged, where seizure reporting can be problematic, due to multiple seizure types, 

and because a large number of family members act as caregivers, as available. Training 

will be required for each caregiver so that they can help the patient complete the diary. 

Blachut et al. (2015) report a self-estimated documentation rate of 8.7 out of 10 for 

daytime seizures, and 7.7 for nocturnal seizures; they found that patients who thought 

that a seizure diary would benefit their clinical treatment were more likely to keep one. 

Fisher et al. (2012) found a seizure diary to be an effective monitoring tool for clinical 

research and practice with the benefit of low cost, allowing locus of control for the patient 

and testing in a real-world environment. These authors also found it useful to provide a 

descriptive snapshot of a population. Patient diaries have been described as a low-cost 

means of providing psychological support, and a tool that can improve a patient’s quality 

of life (Combe, 2005; Egerod et al., 2007). 

A study published widely by the ILAE in 2016 investigated medication adherence by 

women with epilepsy who were planning pregnancy by analysing entries in electronic 

diaries (Ernst et al., 2016). The women were followed up over 12 months, and the study 

found that 75% of the participants were compliant with the electronic diary. This finding 

shows that the diary may be useful for tracking adherence in the clinical setting. 

Medication adherence was 98% in patients tracked by the study, showing that the diary 
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had a positive role to play in improving patients’ medication adherence. According to 

Fisher (2010), tracking epilepsy with an electronic diary makes it easier for physicians to 

track medical history and record improvements caused by medications. Patient focus is 

an important concept in family medicine, which requires clinicians to respect patients’ 

perspectives (Hudson et al., 2011). A diary also reflects the patients’ opinions about their 

seizures. A diary will help promote the concept of shared decision-making in patient 

management.   

Most of the scientific papers reviewed support the notion that a properly designed seizure 

diary has a role to play in the management of epilepsy patients and improving medication 

adherence in the clinical setting (Van Berge Henegouwen et al., 1999; Haut et al., 2013; 

Ernst et al., 2016). 

In countries such as the United States and Australia, an electronic version of the seizure 

diary known as My Seizure Diary® is used by thousands of epileptic patients to help track 

seizure history. My Seizure Diary was available online until 2022, and has since been 

replaced by a new seizure diary app launched by the Epilepsy Foundation called The 

Nile®, which helps patients or their caretakers log auras, track their medication or get 

reminders, follow their progress over time and help doctors interact with their patients 

(Epilepsy Foundation, 2022). The Nile allows users to import their details from My Seizure 

Diary. Other popular electronic diaries and mobile applications include 

mySeizureDiary.com® by Neuropace,1 EpiDiary®,2 Epistemic®,3 My Epilepsy Diary,4 and 

Seizure Tracker®5 (Fisher et al., 2015; Gray et al., 2022). Seizure Tracker is an online 

seizure diary that has over 10 000 registrants. It enables patients and caregivers to track 

seizures, medications and important clinical data electronically. 

In Africa, one of the most challenging healthcare problems is adequate data collection in 

healthcare facilities. There is no standard way of collecting data, which introduces bias 

 

1 https://www.myseizurediary.com/diary_login 

2 https://www.epidiary.com/login-page.php 

3 ttps://www.epistemic.com.br/#/ 

4 https://www.epilepsy.org.au/my-epilepsy-diary/ 

5 https://seizuretracker.com/Seizure_Log_Printable.php 
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(WHO, 2004). In the Western world, patients are better educated and can provide 

adequate information using readily available web-based applications to monitor their 

seizures and medications. The availability of these resources helps to provide continuous 

data for epilepsy-based clinical research purposes (WHO, 2004).  

In South Africa, not much is known about seizure diaries, and a literature search about 

the topic failed to reveal any standard format for the diary used in South African medical 

facilities. A simple calendar version of the diary, provided by pharmaceutical companies, 

is being used by patients attending the neurology specialist epilepsy clinic at Universitas 

Academic Hospital in Bloemfontein. Patients using the diary tick the days they have 

seizures, to help the managing physician understand their seizure frequency.  

The benefits of paper-based diaries include their user-friendliness, as they require 

minimal training or technological expertise to utilize. They are accessible to a diverse 

population, including those unfamiliar with digital devices or apps. Moreover, paper-based 

diaries operate independently of technology or internet connectivity, eliminating the 

possibility of technical issues or disruptions. This can be especially crucial in our remote 

and resource-constrained areas where reliable digital infrastructure is lacking (Fisher et 

al., 2012, Wiseman et al., 2005).  

Paper-based diaries offer a level of privacy and security when compared to digital 

platforms. Data in paper diaries are physically confined to the user, reducing the risk of 

unauthorized access or data breaches, which can be a concern with digital health tools. 

In a study by Kumar et al. (2018), Patients suffering from mental health conditions raised 

apprehensions regarding the privacy and data security aspects associated with the 

utilization of digital health applications. 

The physical nature of a paper diary can give users a tangible sense of accomplishment 

and progress as they fill it out. It can serve as a visible reminder of their efforts and a 

source of motivation to continue tracking their condition. 

While electronic diaries have their benefits, a paper-based diary can still offer unique 

advantages in specific contexts. 

Certain populations have never been exposed to the seizure diary in any format, and they 

are naïve about the workings of the seizure diary and how it impacts patient management. 

Fisher et al. (2012) report that the act of self-reporting observations might itself impact 
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observations by causing the individual to be more attentive about seizures after adjusting 

medications (Fisher et al., 2012). Van Berge Henegouwen et al., in a study published in 

1999, found a positive association between the completion of a diary and medication 

intake by patients. Higgins et al. (2018) found a daily patient-reported outcome diary to 

be a reliable and valid measure for determining the severity of symptoms in patients with 

ulcerative colitis. This measure could be incorporated to help clinicians improve the 

outcome of their care. 

By developing an improved seizure diary that can effectively monitor and manage patients 

with epilepsy, the researcher aimed to improve care for patients with epilepsy in South 

Africa. 

1.3 PROBLEM STATEMENT AND KNOWLEDGE GAP 

In South Africa, epilepsy affects over 500 000 people (Epilepsy South Africa, 2004). The 

prevalence of active convulsive epilepsy in rural areas is reported as 7/1 000 of the 

population (Wagner et al., 2014). These patients with epilepsy present with seizures to 

various casualty departments nationwide. In the Robert Mangaliso Sobukwe Hospital 

(RMSH) casualty department in Kimberley, they are often brought in by the emergency 

services, alone, without relatives, mostly confused and unable to give any history. If 

confronted by a breakthrough seizure or a non-adherent patient, most nurses and doctors 

find it difficult and frustrating to understand what is wrong with the patient. Further 

information about what medications the patient may be using at the moment and how the 

treatment had been adjusted by various healthcare workers responsible for managing the 

patient, is not always readily available.  

Doctors at RMSH often attempt to retrieve patients’ pharmacy records, sometimes 

unsuccessfully. However, some patients may have obtained their medications from the 

hospital and local clinics, whichever is more convenient, making the available hospital 

pharmacy records inaccurate. This dilemma results in doctors withdrawing blood to check 

for drug levels, to guide them about the likely medications being used and to determine if 

the drug levels in the patient’s blood are therapeutic. These investigations run up huge 

costs. Worse, some healthcare workers may load the patient with whatever medication is 

readily available. This could lead to drug toxicity if the patient was already taking the same 

medication, which could be life-threatening. This scenario happens multiple times daily 
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when patients with epilepsy present to emergency and casualty departments. It increases 

the challenges for doctors involved in the management of these patients. It also creates 

an unhappy experience for the patients and their relatives, because they have to stay in 

the hospital longer. It increases the cost of running the hospital for the government, due 

to more extended stays for patients awaiting laboratory results. It exacerbates the 

frustrations for medical staff managing these patients. It eventually leads to precious and 

scarce resources, which could be used for other patients’ management, being wasted.  

Looking at this situation, it is clear that a gap exists in relation to doctors and nurses 

working in healthcare facilities obtaining relevant and accurate information from patients. 

This study addressed the gap that exists in the care of patients with epilepsy. The gap 

made it necessary to develop a diary that patients with epilepsy could use for seizure 

documentation and medication use, thereby making it easier for healthcare workers to 

obtain relevant information to manage their patients better.  

Furthermore, no known published study has been done to create a seizure diary in South 

Africa. 

 

1.4 STUDY IN FAMILY MEDICINE 

Epilepsy is a broad, chronic, debilitating disease that requires patients to be managed by 

healthcare personnel representing various specialities. Most patients with epilepsy are 

usually managed in primary healthcare facilities in communities by primary care 

physicians and nurses, and neurologists in tertiary facilities (Chin, 2012). Using a seizure 

diary will assist healthcare workers to monitor seizure frequencies, and improve the 

quality of care provided for patients with epilepsy. This study is domiciled in family 

medicine, which plays a crucial role in managing patients with epilepsy in primary 

healthcare facilities in communities across the country, and emergency departments of 

district hospitals. 

1.5 RESEARCH QUESTIONS 

In order to address the problem, the following research questions were formulated:  
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➢ What are the current norms and international practices for the use of a seizure diary 

for managing epilepsy?  

➢ What are patients’ perceptions of and attitudes towards the use of a seizure diary to 

manage patients with epilepsy? 

➢ What should be the content of a seizure diary that can be used for the monitoring 

and management of patients with epilepsy in South Africa?  

➢ What were the patients’ experiences of an improved seizure diary for the 

management of people with epilepsy? 

1.6 AIM OF THE STUDY 

This study aimed to develop an improved, new seizure diary and determine patients’ 

perceptions regarding its use for managing patients with epilepsy in South Africa.  

1.7 OBJECTIVES OF THE STUDY 

The objectives of the study were the following. 

➢ To determine and review the current norms and international practices for the use 

of seizure diaries to manage epilepsy (Scoping review). 

➢ To determine the perceptions and attitudes of patients with epilepsy in South Africa 

on the use of a seizure diary to manage patients with epilepsy (Questionnaire 1).  

➢ To develop a new seizure diary that can be used to manage patients with epilepsy 

in South Africa, based on expert opinions of the members of a Delphi panel, and 

contributions by patients (Delphi survey and Questionnaire 1). 

➢ To determine the patients’ evaluation of the new seizure diary, and to use the 

information to revise the diary further and present a final, improved seizure diary 

(Questionnaire 2). 

1.8 RATIONALE OF THE STUDY 

The study arose out of the inability of most patients to provide relevant information 

required by healthcare workers involved in managing patients with epilepsy. A patient 

does not see the same healthcare worker every time. The patients are often unaware of 
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the type of epilepsy they were diagnosed with, their seizure frequency or medications, 

and their dosage. The absence of data makes it difficult for most doctors to make informed 

decisions concerning their patients. 

A seizure diary helps provide basic data about the patients. A healthcare worker seeing 

a patient for the first time can access the patient’s information from the diary. Information, 

such as the type of seizures and medications, can be obtained from the diary. The diary 

also helps healthcare workers to monitor patients’ adherence to medications and seizure 

control; this will help improve the care offered to patients with epilepsy by the Department 

of Health. 

The diary may help improve interactions between patients and healthcare workers, since 

it is a tool that requires patients, family, and relatives to be involved in the patients’ 

management, thereby improving the family bond. Family awareness about how well or 

badly the patient is doing and the need for further care may improve. If patients provide 

information that can improve their quality of care, the diary enhances a patient’s direct 

involvement in their own management. 

If it is successful in improving patient care, the diary may lead to fewer patients reporting 

to the emergency department with seizures. This may reduce the cost of healthcare 

provided for patients, which helps save money for the health department and improves 

the productivity of patients who have jobs.  

Penetration of smartphone data is improving; it is our hope as smartphones and ICT 

access improve, app-based models of the diary can be used in remote monitoring and 

informing healthcare providers and policymakers with data-driven decision-making tools 

(Statista 2023). 

 

1.9 RESEARCH PARADIGM 

The concept of research paradigms has been around for a long time. A research 

paradigm is a term used to refer to the fundamental set of beliefs that direct the actions 

and define the worldview of the researcher (Lincoln et al., 2011). It is an approach, model, 

or framework from which to conduct research. 

https://www.statista.com/statistics/report-content/statistic/488376
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Conceptual and practical ideas from paradigms are used to solve specific research 

problems (Abbott 2004). It helps to form a research philosophy, which in turn informs the 

research methodology. Various worldviews are applied in research today, such as 

postpositivism, constructivism, participatory action frameworks, or pragmatism. These 

are all essentially philosophical and encompass the following common elements: 

ontology (how reality is viewed), epistemology (how the nature of knowledge is 

conceived), axiology (the role and values of the research process), methodology (how 

the paradigm defines processes associated with conducting science), and rigour (the 

criteria used to justify the quality of research in the paradigm) (Park et al., 2020). 

Each paradigm provides a different perspective on axiology (Beliefs about the roles of 

values and morals in research), ontology ‘assumptions about the nature of reality’, 

epistemology ‘how we gain knowledge’, methodology ‘shared understanding of the best 

ways to gain knowledge’, and research rhetoric ‘shared understanding of the language of 

research’. (Kaushik and Walsh, 2019). The positivist researcher believes in realities that 

can be measured and understood, and knowledge achieved through experimentation and 

observation. The positivism paradigm depends on the hypothetico-deductive method to 

verify a priori hypotheses, which are often stated quantitatively, and prove relationships 

between causal factors and outcomes (Park et al., 2020). An interpretivist researcher tries 

to understand how people make sense of their social world and act in it. It also considers 

the practical implications and usefulness of the research findings. An interpretivist 

approach in pragmatism uses both qualitative and quantitative data. (Kaushik and Walsh, 

2019). 

Pragmatism originates from the Greek word pragma, which means action, which is the 

central concept of pragmatism (Pansiri, 2005). The pragmatic researcher uses a mixture 

of positivist and interpretivist approaches in a single research study. They use the 

philosophical and methodological technique that works best for the research problem 

being investigated (Kaushik and Walsh, 2019). The pragmatic researcher is focused on 

solving practical problems. 

This study design and methodology of this study were structured using a positivist 

philosophical method, because this study mainly used a quantitative approach in all its 

phases to measure, understand and gain knowledge in this research. The study outcome 

is based on the philosophy of pragmatism, because a new seizure diary needed to be 



13 

 

implemented for patients with epilepsy. The research focused on developing a new 

seizure diary, which is a practical tool that can help solve real-world problems related to 

epilepsy seizure management, in keeping with the pragmatic philosophy. Understanding 

this philosophical method is important for describing how the researcher approached and 

reported the findings of this study. 

 

1.10 CONCEPTUAL FRAMEWORK/SELF-MANAGEMENT THEORY 

A conceptual framework synthesises and guides research analysis and intervention in a 

particular field (Shahin et al., 2020). It guides researchers in explaining the significance 

and relevance of their study and how their research methods address the research 

question (Ravitch and Riggan, 2016). 

If requested information is not available, healthcare workers can be prevented from 

making crucial treatment choices for patients with epilepsy. Patients can enhance their 

health outcomes by participating in self-care activities, such as tracking their seizures, 

taking their medication as prescribed and getting support from family, caregivers and 

relatives (Brinkmann et al., 2021).  

Several theories can guide research on seizure diaries. The self-management theory 

postulates that patients have an active role in their health, based on their behaviours and 

attitudes (Grady and Gough, 2014). The self-efficacy theory suggests that personal 

confidence in patients’ capacity to do a certain behaviour affects their motivation, effort 

and persistence (Lippke, 2020). The health belief model elucidates how individuals’ 

perceptions of their susceptibility, disease severity, barriers, actions, and benefits affect 

their health-related behaviours (Houlden et al., 2021). 

The self-management theory guided this study, which was suitable and useful for 

answering the research questions about the role of the seizure diary in helping patients 

with epilepsy manage their condition. This theory also recognizes the role of family, 

caregivers, relatives, and the healthcare system in supporting or hindering self-

management practices (Grady and Gough, 2014). 

 The study methods of qualitative data collection and analysis were aligned with the self-

management theory. The study instruments were questionnaires and a seizure diary, 
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which collected data on the frequency, duration, and severity of seizures, as well as the 

patients’ experiences, perceptions, and challenges of using the seizure diary. The data 

analysis techniques included descriptive statistics, inferential statistics, and thematic 

analysis. The write-up and discussion of the findings followed the self-management 

theory framework. The study reviewed the literature on previous studies on seizure 

diaries, as well as the theoretical background and rationale for the current study. The 

study reported its method and results clearly and concisely, using tables, graphs, and 

quotes to illustrate the data. The study also discussed its implications and contributions 

to the epilepsy research field, its limitations and suggestions for future research. Figure 

1.1 below shows the research framework used in this study.  

 

Figure 1.1: Schematic diagram of the conceptual framework (compiled 

by the researcher  Egenasi 2023) 

1.11 RESEARCH DESIGN 

The research used a multiple-design quantitative research method to obtain data. The 

study had five phases, with phase five divided into 5a and 5b. Each phase had a study 

design and the phases occurred consecutively. 

For this study, two locations were identified for the research: Kimberley and Bloemfontein. 
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1.11.1 Study locations 

1.11.1.1 Kimberly, Northern Cape 

The Northern Cape covers an area of about 372 889 square kilometres, mostly rural. 

Kimberley is the capital of South Africa’s Northern Cape province and is situated 

approximately 110 km east of where the Vaal and Orange Rivers meet. Kimberley is an 

old mining town well past its glory days of diamond mining. According to the 2016 

community survey, it had a population of 255 041 at the time (Statistics SA, 2016) – mostly 

Blacks, whites, and mixed-race people. The predominant languages spoken are 

Afrikaans, English, and Setswana. 

Kimberley has ten municipal clinics scattered across Sol Plaatje municipality, which 

provide primary health services to the population of Kimberley. City clinic is located in 

Kimberley’s central business district and caters for patients who work in the area, and 

residents of the business district. Beaconsfield clinic is located in the suburb of 

Beaconsfield, which is a middle-working-class area populated mainly by a white and 

mixed-race community. Betty Gatsewe is a large clinic located on the outskirts of 

Kimberley, is a mostly African community. These three clinics are quite busy providing 

primary healthcare services. Patients with epilepsy usually attend local clinics to refill their 

prescriptions and follow up for other chronic conditions. 

City clinic has a monthly average attendance of 3 394, with an annual total of 42 993 in 

the year 2019. Beaconsfield clinic serves an average of 1 606 patients who seek 

healthcare services monthly; a total of 24 883 patients were seen at the clinic in 2019. 

Betty Gatsewe has a monthly clinic average attendance of 4 500 patients, and 45 075 

patients attended the clinic to access healthcare services in 2019.  

The RMSH is a regional/tertiary hospital in the Northern Cape; it is the only referral centre 

in the province, and receives referred patients from all over the province. On arrival at the 

hospital, patients are usually seen in any of the casualties, which are managed by the 

Family Medicine Department. The South African Triage Protocol is used to rank the 

patients (South African Triage Group, 2012). Patients are divided into different categories: 

green, yellow, and blue (dead on arrival) cases are channelled to the Gateway Centre, 

while orange and red cases are referred to the Emergency Department, to be seen 

urgently. 
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According to the South African triage scale (South African Triage Group, 2012), patients 

with epilepsy are generally classified as red cases, though cases considered to be not 

very serious may will be seen in the gateway centre as yellow cases. Patients with 

epilepsy who are seizure-free or controlled are seen in specialised clinics and primary 

healthcare clinics for follow-up appointments and to receive chronic medications. 

Every month, on average 42 adult patients with epilepsy are seen at Betty Gatsewe clinic, 

39 at City clinic, 25 at Beaconsfield Clinic, and 36 in RMSH casualties. 

1.11.1.2 Bloemfontein, Free State 

The other location for the study is the city of Bloemfontein, which is the capital of the Free 

State province and the judicial capital of South Africa. The city has a population density 

of 80 people per square kilometre and a population of 787 803 (Statistics SA, 2016). 

Bloemfontein has three major state hospitals: National Hospital, the district hospital; 

Pelonomi Hospital, the regional hospital; and Universitas Academic Hospital, a tertiary 

centre. They are all located within the metropolis of Mangaung – the municipal area of 

Bloemfontein city. Epileptic patients are usually seen at National Hospital if their cases 

are not complicated; complicated cases will be seen, based on referral, at Universitas 

Academic Hospital by the Neurology Department, which is a specialist department.  

The neurology clinic is a tertiary epilepsy clinic; patients who attend the clinic usually have 

complicated seizures, difficult-to-diagnose epilepsy, and uncontrolled seizures. These 

patients are referred from various hospitals in the Free State and from outside the 

province for specialist opinions and management. Registrars normally run the clinics in 

the Neurology Department under the supervision of specialists in neurology.  

About 60–80 adult epilepsy patients attend the specialist neurology clinic every month. 

The epilepsy clinic is usually conducted on Fridays; patients seen in the clinic get follow-

up appointments to ensure the continuation of care by the specialist managing their 

epilepsy. 

 

1.11.2 Overview of the study 

Figure 1.2 provides an overview of the phases of the study. 
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Figure 1.2: Overview of research method (Compiled by the researcher Egenasi 2023) 
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1.11.2.1 PHASE 1 (Scoping review of literature) 

A wide-ranging literature search was done to understand the current norms and 

international practices on the use of seizure diaries for the management of epilepsy. A 

scoping review is a process of describing existing literature or evidence base (Arksey and 

O’Malley, 2005). It helped to summarize evidence from literature on using the seizure 

diary for managing patients with epilepsy.  

Article 1: Current norms and practices in using a seizure diary for managing epilepsy: A 

scoping review, describes the findings of this study and was published in a peer-reviewed 

journal, South African Family Practice Journal, on 22 September 2022. 

The information obtained from the scoping review helped design the Delphi 

questionnaires. 

1.11.2.2 PHASE 2 (Questionnaire 1 Perceptions and attitudes to the use of the 

seizure day) 

The quantitative scientific questionnaire-based method of gathering data was used for 

Questionnaires 1 and 2. This was the preferred approach because it does not require 

patients to have a mobile device, internet access, or computer skills to use it. A properly 

designed questionnaire can be used by literate and illiterate patients (Wiseman et al., 

2005) if assistance is provided. 

A confidential, structured questionnaire was administered to the study participants in 

Bloemfontein and Kimberley. The Bloemfontein population were patients who had been 

exposed to a seizure diary before, while the Kimberley population had not been exposed. 

The questionnaire for patients who had previous exposure to a seizure diary helped us 

understand their perceptions and attitudes toward the current diary better. The 

questionnaire also helped us understand what the diary-naïve population knew about the 

seizure diary and if some had been exposed to it before. The questionnaires were the 

same for both study populations. The participants completed only the questions that were 

relevant to their situation. 

After completing Questionnaire 1, the responses were analysed, and relevant information 

obtained assisted to finalise the Delphi questionnaire and Questionnaire 2. 
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Article 2: The perceptions and attitudes of patients with epilepsy to the use of a seizure 

diary, South Africa, describes the patients’ views on a seizure diary and was published in 

the peer-reviewed journal, South African Family Practice Journal, on 9 January 2023. 

1.11.2.3 PHASE 3 (Delphi survey) 

A Delphi technique is a consensus-building technique that seeks expert opinion on a topic 

in a structured and iterative manner that involves controlled feedback (Diamond et al., 

2014, Vogel et al., 2019). The technique is designed as a group communication process, 

with the aim of merging opinions on a specific real-world issue (Hsu and Sandford, 2007). 

It is useful in areas where evidence-based literature is inadequate, since it can unearth 

collective knowledge from experts in that field without the researcher being physically 

present at the same location (De Villiers et al., 2005, Humphrey-Murto et al., 2017). A 

series of rounds are used to clarify, refine, and ultimately achieve consensus on a given 

topic under discussion. Consensus methods are founded on the principle that an accurate 

and consistent assessment may be reached by consulting a group of experts and 

accepting the group consensus (Humphrey-Murto et al., 2017). 

In a conventional Delphi survey, a series of questionnaires are used to generate expert 

opinion anonymously; this takes place over a series of rounds. In each round, every 

participant works through a questionnaire and returns it to the researcher, who collects, 

edits and returns to every participant a statement on the position of the whole group 

(Ludwig, 1994). The process continues until consensus, as defined, is determined to have 

been reached. 

In the modified Delphi survey, the expert panel does not generate the study question. The 

researcher generates the questions through literature reviews and expert consultation, 

which are then presented to the panel to start the consensus-seeking process. The 

panellists are allowed to contribute through responses to open-ended questions to the list 

prepared by the researcher (Jünger et al., 2017; Keeney et al., 2021). 

In this study, a modified Delphi survey was completed, using questionnaires designed for 

the Delphi participants around what was important to include in the diary design. The 

Delphi required three rounds to achieve consensus (Hsu and Sandford, 2007). 
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After completing the Delphi survey, the diary was designed, based on the consensus 

reached during the Delphi. Information that was acquired during the Delphi survey was 

used to develop the improved seizure diary. 

Article 3: A modified Delphi study to determine the contents of a seizure diary for patients 

living with epilepsy in South Africa, describes the processes of the Delphi, and was 

published by The Journal of Public Health in Africa on 29 May 2023. 

1.11.2.4 PHASE 4 (Development and use of the new seizure diary) 

The new seizure diary was created and introduced to the study participants. Written 

permission to distribute the diary to patients was obtained from the Free State and 

Northern Cape health departments. The diary was then introduced to study participants 

– both patients who had not been exposed to a seizure diary before, and patients who 

had previous exposure to a seizure diary who had completed the first questionnaire. The 

study participants were contacted telephonically to request them to visit their relevant 

clinics to receive the diary on the day they reported to receive follow-up medication. The 

researcher and an assistant did home visits for patients they could not reach in the clinics 

or telephonically. The researcher and research assistants taught the patients and their 

relatives how to use the diary. Relatives and caregivers were permitted to assist 

cognitively impaired patients to use the diary. The study participants were required to 

complete the diary and were followed up each time they came to collect their chronic 

medications. Patients usually refilled chronic medications every month at the clinics, 

which would have made it easier to follow up with the patients. However, the COVID 

pandemic caused this situation to change, and patients only visited their local and 

specialist clinics every six months. 

Details of this aspect of the study are described further in Article 4. 

1.11.2.5 PHASE 5a  

(Questionnaire 2: Patients’ perception of the new improved diary) 

Participants who received a diary after using the newly introduced seizure diary for six 

months were requested to complete a second questionnaire. The questionnaire sampled 

their opinions on the new, improved diary, whether it was helpful, whether they would 

consider to continue using it and what they thought should be changed. Information and 
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data obtained from analysing Questionnaire 2 were used to develop the final version of 

the improved seizure diary.  

Article 4: Experience of the new seizure diary in the Free State and Northern Cape of 

South Africa, describes the opinions of patients, relatives, and their caregivers regarding 

the diary. It was published by the South African Family Practice Journal on 26 May 2023. 

1.11.2.6 PHASE 5b (Suggested final version of the improved seizure diary) 

This was the final part of phase 5, and transpired after the second questionnaire had been 

completed by study participants. 

The relevant information obtained from the analysis of Questionnaire 2 by the Department 

of Biostatistics was integrated into the new seizure diary used by participants. The 

information was used to develop a final version of the new seizure diary. The new seizure 

diary can now be presented as the study’s outcome.  

This final version of the diary was referred to the Department of Health for consideration 

and adoption as a tool for managing all adult patients with epilepsy in South Africa. The 

details of the new seizure diary are also described in Article 4. 

1.12 QUALITY OF THE STUDY 

To ensure that the research was of good quality, the study had to be systematic and 

transparent. This was ensured by selecting an appropriate research method, collecting 

the correct data, using a suitable method of analysis, and accurately reporting the data 

(Edwards, 2010; Belcher et al., 2016). 

1.12.1 Internal validity 

The concept of validity can be applied to all types of scientific research, and it relates to 

how well a study result corresponds with the true findings. This study’s internal validity 

refers to confidence that the measured results represent the truth in relation to the study 

population, and are not the result of methodological errors (Patino and Ferreira, 2018). 

Internal validity can be improved by ensuring careful planning, adequate assessment, 

and implementation of research strategies. 



22 

 

1.12.2 External validity 

External validity is the extent to which study results can be applied to a similar study 

population in a different setting (Patino and Ferreira, 2018). Ensuring this study is feasible 

and easy to apply will help improve its external validity. 

1.13 SCOPE OF THE STUDY 

This study can be regarded as interdisciplinary, as it reaches across the fields of 

neurology, internal medicine, and family medicine. 

1.14 VALUE AND SIGNIFICANCE OF THE STUDY 

1.14.1 Value of the study 

The value of this study can be described as the degree to which the research process 

produces useful information and knowledge that will stand the test of time. This 

knowledge can be applied to a wide variety of situations (Piccoli and Wagner, 2003). 

1.14.2 Significance of the study 

The significance of this study is the description of why it was needed and its importance 

in furthering knowledge that will benefit health workers and patients. 

1.14.3 Contribution 

The contribution outlines the extent to which this study added significant and new 

knowledge to the existing body of knowledge in the field of family medicine and neurology 

(Gill and Dolan, 2015). This innovation will help to improve practice in family medicine 

and neurology. 

1.15 ETHICAL CONSIDERATIONS 

1.15.1 Approval 

The protocol of the study was submitted to the Health Sciences Research Ethics 

Committee of the University of the Free State and was approved with reference number 

UFS-HSD2020/1385/2411. It was approved for all five phases of this study. Written 



23 

 

approval for data collection was obtained from the management of RMSH, the Northern 

Cape Department of Health, the Free State Department of Health, and Department of 

Neurology at Universitas Academic Hospital. 

1.15.2 Informed consent to participate in the study 

Informed consent was obtained from all participants involved in the study during the 

following phases. 

➢ Phase 2: The completion of Questionnaire 1 (Perceptions of and attitudes towards the 

use of the seizure diary) by the diary-unexposed patients, and patients who had 

previous exposure to a seizure diary (cf. Appendix I)  

Participants and their relatives received information about the study, the names of the 

researchers, the reason for the study, their role in the study, the expected duration, and 

how they would be followed up during the study. They were informed that participation 

was voluntary, and that they could withdraw at any time. An information sheet with the 

researcher’s contact details and that of the Health Sciences Research Ethics Committee 

of the University of the Free State was provided to all participants in their preferred 

language. The relatives of cognitively impaired participants were permitted to complete 

the informed consent form before completing the questionnaire (cf. Appendix J). 

➢ Phase 3: The Delphi survey for developing a seizure diary by the expert panel of local 

and international specialists 

The panel of experts for the Delphi survey received an electronic information document 

with the research title, the researcher’s name, the name of his supervisors, and the 

purpose of the study. The information document discussed the aims and objectives of the 

study, the confidentiality of information provided, the role of a panellist, and the process 

all panellists are required to observe in the Delphi survey. The researcher received an 

electronic confirmation of availability and acceptance from the panellists who participated 

in the study (cf. Appendix M). 

➢ Phase 4: Introduction of participants in the study to the improved seizure diary 

Participants and relatives who had earlier consented to complete Questionnaire 1 were 

followed up and requested to participate by using the diary. The researcher and trained 

assistants provided information about the diary and how to complete it. The informed 



24 

 

consent form for using the diary contained information about the study, the name of the 

researcher, and the telephone number of the Health Sciences Research Ethics 

Committee of the University of the Free State. They could contact the committee if they 

believed that their rights had been violated. Before receiving the new seizure diary, 

participants completed an informed consent form that was available in English, Afrikaans, 

Sesotho, and Setswana.  

➢ Phase 5: The completion of Questionnaire 2 (Experience of the new improved seizure 

diary) by the previously diary-unexposed patients and patients who had previous 

exposure to a seizure diary (cf. Appendix L). 

Participants and relatives who participated in completing Questionnaire 1 and had used 

the diary for six months were requested to complete Questionnaire 2. They were provided 

with an information sheet, and the researcher and his assistants explained the details to 

the participants. The informed consent form explained to the participants and relatives 

the reason for the study, and gave the researchers’ contact details and the telephone 

number for the Health Sciences Research Ethics Committee of the University of the Free 

State. The participants completed the informed consent form before they were allowed to 

complete the questionnaire. In situations where a participant was cognitively impaired, 

relatives or caregivers completed the informed consent form on their behalf (cf. Appendix 

J). 

1.15.3 Right to privacy and confidentiality 

Number coding was used to ensure the confidentiality of the participants’ responses.  No 

names or personal identifiers appear on any research-related information or datasheet 

sent for statistical analysis.  

All paper-based records are kept in a secure location by the researcher; the records can 

only be accessed by the personnel involved in the study. Data captured on computer 

were only accessible to personnel involved in the study through the use of access 

privileges and passwords. 

All personnel involved in the study signed a statement agreeing to protect the security 

and confidentiality of identifiable data. All data was managed in a strictly professional and 

confidential manner. Refusal to participate in the study did not lead to participants being 

penalised in any way. 
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1.15.4 Minimising potential misinterpretation of results 

The potential for misinterpretation of results was reduced by ensuring that data were 

collected correctly. Patients incapable of completing their questionnaires were assisted 

by the researcher and his assistants, who had already been trained on how to complete 

the forms. The researcher captured data accurately. The Department of Biostatistics 

ensured that mistakes were minimised when the data were analysed with appropriate 

software. 

1.15.5 Ethical procedures regarding data reporting 

Ethical procedures, such as confidentiality, were applied in the process of reporting the 

data, by ensuring that participants’ details were protected and only relevant data 

concerning the study were reported. Participants’ confidentiality was maintained at all 

times. 

1.15.6 Precautions to prevent the spread of COVID-19 

As the study/data collection occurred during the COVID-19 pandemic, the researcher 

took various steps to minimise the risk of COVID-19 infection among the study 

participants and research assistants. The researcher and study assistants adhered to the 

Republic of South Africa’s lockdown rules to prevent the spread of COVID-19. 

All study participants were screened at the study sites on arrival at the clinics by asking 

questions to determine if they had any of the common signs and symptoms of COVID-

19, and a temperature check was done for all participants. 

The researcher and study assistants were screened daily, with daily temperature checks 

charted. The researcher ensured that face masks and sanitisers were available at the 

entrance to the study sites, for patients and assistants to use. 

The researcher also ensured that participants were informed and encouraged to adhere 

to the common preventive measures for the spread of COVID-19, such as regular hand 

washing, using sanitisers, 2 meters of social distancing, and wearing face masks. 
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1.16 SCHEMATIC OVERVIEW OF THE STUDY 

 

Figure 1.3: Schematic overview of the study (Compiled by the researcher Egenasi 2023) 
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1.17 CHAPTER SUMMARY 

Chapter 1 oriented the reader by introducing the study, describing the background to the 

study, the methods followed, and the context and contents of the study. This chapter 

identified the existence of a gap in epilepsy management and the steps taken to address 

this gap. 

The study’s research design was described, and the study population and area were 

identified. The study’s ethical implications, procedure to obtain research approval, study 

quality, validity and rigour were discussed. The chapter concluded by providing a graphic 

overview of the study. 

Chapters 2–5 will describe the results of the first four research objectives of the study in 

the form of articles. Chapter 6 will present the study’s conclusion, implications, 

recommendations, and limitations. 
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CHAPTER 6: CONCLUSION,IMPLICATIONS, RECOMMENDATIONS, 

AND LIMITATIONS 

6.1 INTRODUCTION 

In this study, Chapter 1 introduced the readers to the challenges associated with the 

management of patients with epilepsy and the fact that a gap exists in the management 

of patients living with epilepsy in South Africa. The reader was also introduced to the 

concept of a seizure diary and the need to explore this tool further to determine the 

possible role it could play in managing patients with epilepsy. 

The subsequent Chapters, 2–5, took the form of published articles and manuscripts. 

Chapter 6 will conclude the study and intends to summarise the study, reflect on the 

research process, results, and limitations, and make future recommendations.  

6.2 OVERVIEW 

This thesis explored the theoretical basis and practical application of a seizure diary for 

patients with epilepsy. Chapter 1 introduced the seizure diary in its current form and 

format, as used locally and internationally. It discussed the research questions, aim, 

objectives, rationale, research paradigm, research design, validity of the study, scope of 

the study, and ethical considerations, and offered an overview of the processes followed 

by the study.  

Chapter 2 (Article 1) provided an extensive review of current literature, and investigated 

the standard and international practices associated with using a seizure diary to manage 

patients with epilepsy. In total 1 152 articles were identified from the database, and 23 

articles were reviewed and used to determine the relevance of seizure diaries in current 

clinical practice and care for patients with epilepsy. The knowledge gained from the 

articles reviewed was used as a background for further studies on the diary (Articles 2, 3 

and 4). Questionnaires 1 and 2 and the modified Delphi study questionnaires were 

designed from information obtained from the extensive review of literature on the seizure 

diary.  
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This study used a quantitative questionnaire-based method to obtain participant data in 

Phases 2, 3 and 5a. Most of the study participants were selected with convenience 

sampling.  

After an extensive modified Delphi survey, the required contents of a seizure diary were 

identified. A seizure diary was created based on the expert recommendations, with input 

based on active patient participation. This diary was introduced to patients and was 

reviewed after they had used it for six months, and their comments were used to create 

the final new seizure diary. The new seizure diary will be sent to the Department of Health, 

so that it can consider using the diary for the management of patients living with epilepsy. 

Overall, the goal of this study was to improve seizure management by developing an 

improved seizure diary to assist in the management of patients with epilepsy in South 

Africa.  

This study investigated four research objectives, that were achieved as described in the 

next subsections. 

6.2.1 Research objective 1 

To determine and review the current norms and international practices 

for the use of seizure diaries to manage epilepsy  

Before this study, most literature describing the use of the seizure diary was based in the 

Western world; little research had been undertaken in Africa. Furthermore, no published 

scoping or systematic reviews on using a seizure diary to manage patients with epilepsy 

were found while searching relevant databases. After an extensive search of pertinent 

literature, this study identified themes, categories, and subcategories relating to a seizure 

diary. The identified themes were the types of seizure diaries used in clinical practice, the 

contents and structure of a seizure diary, the use and efficacy of seizure diaries in 

medicine, and challenges facing the use of seizure diaries for patient management. The 

categories and subcategories explored more in-depth details about using a seizure diary 

in clinical practice and research, such as types of dairies, seizure frequency, seizure 

duration, and so on. 
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The details provided by this scoping review of the literature were quite extensive. They 

can be viewed in the publication of Article 1, Current norms and practices in using a 

seizure diary for managing epilepsy: A scoping review (cf. Chapter 2). 

6.2.2 Research objective 2 

To determine the perceptions and attitudes of patients with epilepsy in 

South Africa on the use of a seizure diary to manage patients with 

epilepsy  

In Chapter 3 (Article 2) of this study, patients' perceptions of and attitudes towards the 

seizure diary were obtained. A structured questionnaire was used to obtain information 

from the study sample. Relatives and caregivers of patients were allowed to assist in 

completing the questionnaire. The questionnaire obtained information about the biodata 

of patients involved in the study. It consisted of open and closed-ended questions about 

the patient's epilepsy and seizures and the seizure diary, the latter for those who had 

previous exposure to a seizure diary. Most patients who had had epilepsy for more than 

11 years did not know the type of seizures they had, and had an annual seizure frequency 

of more than once a year. 

A few patients who had previous exposure to a seizure diary reported challenges with 

completing the diary. Almost all the patients were willing to use the seizure diary. These 

findings are reported in the published article 2, The perceptions and attitudes of 

patients with epilepsy to the use of a seizure diary, South Africa (cf. Chapter 3). 

6.2.3 Research objective 3 

To develop a new seizure diary that can be used to manage patients with 

epilepsy in South Africa, based on expert opinions of the members of a 

Delphi panel, and contributions by patients 

The required contents of a seizure diary were the focus of Chapter 4 (Article 3). The 

researchers adopted a Delphi survey to meet this objective. For the modified Delphi 

survey, experts from different specialties who were familiar with managing patients with 

epilepsy, were recruited. The Delphi consisted of three rounds of deliberations on certain 

items; experts had the option to make individual suggestions on other items that may be 
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relevant for debate in the study. They suggested 18 items for inclusion; the contents of 

the seizure diary were selected based on a broad consensus among the expert panel. 

The article describing this Delphi study, titled A modified Delphi study to determine the 

contents of a seizure diary for patients living with epilepsy in South Africa, are 

reported in a peer-reviewed journal (Journal of Public Health in Africa). 

6.2.4 Research objective 4 

To determine the patients’ evaluation of the new seizure diary, and to 

use the information to revise the diary further and present a final, 

improved seizure diary  

In Chapter 5 (Article 4), the experience of the diary by patients, relatives, and caregivers 

responsible for completing the diary was described in detail. The questionnaire used in 

this study was a follow-up on the initial questionnaire described in Chapter 3. After using 

the diary for six months, patients were requested to complete a questionnaire. Open and 

closed-ended questions were used in the questionnaire. The initial biodata of the person 

completing the diary was obtained, and various questions relating to the use and impact 

of the diary for the users were asked. 

Findings from the study are reported in a peer-reviewed journal. The study is titled 

Experience of the new seizure diary in the Free State and Northern Cape of South 

Africa.  

The publication incorporated Phases 4, 5a and 5b. Patients and caregivers were asked 

to comment on what they wanted to change after using the diary for six months. Their 

recommendations were considered and incorporated into the diary.  

A final design of the new seizure diary was created based on these recommendations, 

and will be available in the different local languages (Afrikaans, English, Setswana and 

Sesotho). 

The researchers will recommend the improved new seizure diary to the Department of 

Health (Free State and Northern Cape) and they will recommend that it considers using 

the new diary for epileptic patients. 
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6.3 IMPLICATIONS OF THE STUDY 

6.3.1 Goals and contribution 

The goal of this study was to develop a new seizure diary for the management of patients 

with epilepsy, based on the recommendation of a panel of experts experienced in the 

management of epilepsy, and a contribution by patients, relatives and caregivers of 

patients living with epilepsy. To achieve this goal, the researcher addressed the research 

objectives regarding current international standards, practices and expert opinions on the 

contents of a seizure diary, and patients’ perceptions of and attitudes towards the use of 

a seizure diary in their management of epilepsy.  

The first contribution was a scoping review of the literature on the epilepsy diary. This 

was published in a peer-reviewed journal (cf. Chapter 2). The article reports on the 

literature on current standards and international practices associated with using a seizure 

diary. These findings serve as a template that could guide future studies on a seizure 

diary. 

The second contribution is the development of a new seizure diary. The process 

incorporated the principle of patient-centred care. The manuscript has been accepted for 

publication in a peer-reviewed journal (cf. Chapter 5). The article reports on patients' 

experience of the new seizure diary. The final version of the seizure diary incorporated 

recommendations from patients, relatives and caregivers who had first-hand experience 

of using the diary. The process encouraged their involvement in decision-making and 

respected their values and preferences.  

Implementing the seizure diary as a self-management tool for patients will contribute 

significantly to better monitoring of seizure frequency, seizure duration, types of seizures 

and other relevant information relating to patients living with epilepsy. The diary will act 

as a source of important patient information for healthcare providers, which will help them 

to make the best treatment decisions for their patients. 
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6.3.2 Publications 

This PhD thesis is structured as publishable articles. All articles presented in Chapters 2, 

3, 4, and 5 have already been published. Three articles were submitted to a national 

journal, while an international journal accepted the other. 

6.3.3 Conferences 

The study findings have been presented at a national conference. The results reported in 

Article 2 were presented at the Annual South African Academy of Family Physicians 

National Congress in 2022. 

Findings from the other articles have been submitted for presentation at local and 

international conferences (Articles 1 and 3), namely the WONCA Australia Conference 

2023, the International Neurology Conference Canada 2023, and the 25th annual South 

African Academy of Family Physicians National Congress 2023, in Johannesburg. Article 

1 has been accepted for presentation at WONCA 2023 and the international neurology 

conference Canada 2023. 

In future, the researcher hopes to present the findings from this thesis in the University of 

the Free States 3-minute thesis and the annual Free State Department of Health research 

forum. Doing so will improve awareness of using a seizure diary as a tool in epilepsy care. 

6.3.4 Study limitations 

The following limitations were encountered in this study. 

1) There is little literature about seizure diaries. The search criteria used may have 

led to some relevant literature being missed while searching the relevant 

databases. 

2) Most of the literature cited in this study emanate from high-income nations, such 

as the United States of America and the United Kingdom. The lack of literature for 

low-income countries and the rest of Africa makes it difficult to understand how 

diaries can be used in low-income populations and the rest of Africa.  

3) The study was limited to patients with epilepsy in Kimberley and Bloemfontein, and 

the findings may be difficult to generalise to other African population groups. 
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4) The small number of international experts recruited for the Delphi study limited our 

ability to obtain a broader view of the contents of a seizure diary. The panellists 

were mainly from South Africa; their views are probably more in keeping with what 

is expected locally. A larger international panel may have had a different finding. 

5) The COVID-19 pandemic had a negative impact on the ability of the researcher to 

track the patients. Clinic appointments for follow-up and medication were changed 

from monthly to 6 monthly to reduce the contact between health workers and 

patients. This made it challenging to find the patients in the clinics throughout the 

duration of the study. 

6.4 QUALITY OF THE STUDY  

The research was quantitative; it was focused and concise. A questionnaire in which each 

respondent was exposed to the same set of questions and the same system of coding 

responses was used. The questionnaires addressed the research problem. Questions 

were structured to meet the research objectives, they were kept simple and precise, and 

aimed to reduce response bias. 

6.4.1 Internal validity 

In the design of the diary, we ensured that the internal validity of the diary was established 

by carefully planning and ensuring that each phase of the research process was executed 

as planned. The diary's design process used a panel of local and international experts 

from various specialities. Face validity of the diary was ensured by lecturers who were 

knowledgeable about the diary discussing the contents of the diary. A pilot study for the 

modified Delphi and questionnaires helped to ensure that internal validity was maintained. 

The effect on patients with epilepsy of using the diary was measured, and the researcher 

ensured that the outcomes were reported truthfully. Validity was enhanced further by the 

peer review of the questionnaires by a departmental board comprising three family 

physicians. The questionnaires were peer-evaluated by the evaluation committee of the 

Faculty of Health Sciences and were approved after undergoing an ethics review. 
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6.4.2 External validity 

The study's external validity was ensured by sampling patient populations in Kimberley 

and Bloemfontein. The participants were selected with convenience sampling based on 

their presentation at their local and specialist clinics. An adequate sample size was 

selected with the biostatistician’s assistance, to ensure meaningful statistical analysis. 

This ensured that the study findings could be generalised to other populations in the 

country with epilepsy.  

6.5 VALUE AND SIGNIFICANCE OF THE STUDY 

6.5.1 Value of the study 

The study may be valuable to the Department of Health, since it developed a tool that 

can be used to improve the management of patients with epilepsy who being treated 

across South Africa; this tool can be used to monitor patients’ adherence to their 

medications. 

The tool that was developed by this study could be important to patients, because it could 

assist in improving the participation of patients in their own care and management. The 

study helped to get relatives involved in the management of epilepsy patients and to keep 

track of the frequency of their seizures. 

The tool could be valuable to health workers, and would assist in providing relevant 

patient information that they need to make decisions that will help improve patient 

management. 

6.5.2 Significance of the study 

The significance of the study is that it facilitated the development of an improved seizure 

diary that can be introduced as a monitoring tool for epileptic patients. It also 

demonstrates the concept of a seizure diary, its feasibility, acceptability, applicability in 

practice, and its impact on patients with epilepsy, their relatives, and caregivers.  

The study demonstrates the practicability of the seizure diary, and that it is an effective 

tool for monitoring patients with epilepsy. 
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6.5.3 Reliability 

The study's design ensured that its reliability was maintained, and the study could be 

reproduced in any other country where researchers are interested in performing a similar 

study. Reliability was enhanced by piloting the questionnaires. Findings from prior 

studies, online diaries, and documents informed the content of the questionnaires. The 

questionnaire design followed the principles of good questionnaire design, to enhance its 

reliability. 

6.5.4 Objectivity 

The research was objective in its approach; it gathered unbiased data and answered the 

research questions. The researcher devoted much effort to ensuring the study was 

precise, open, honest, truthful, and unbiased. 

6.6 FINAL CONCLUSION 

This study has succeeded in producing a new and improved seizure diary. This diary is 

an improvement on the basic calendar diary that is distributed by pharmaceutical 

companies. This new diary was developed with the assistance of experts, patients, 

relatives, and caregivers. It is more interactive and asks relevant questions, yet it is simple 

enough to be completed by patients, relatives, or caregivers. Most participants liked the 

size of the new diary and found it easy to carry around with them. Most participants who 

had previous exposure to a seizure diary preferred the new and improved seizure diary 

above the original diary.  

We propose that the Department of Health and all other relevant stakeholders encourage 

the use of this diary in the management of patients living with epilepsy. 

6.6.1 Recommendations 

A seizure diary is a tool that has been documented to assist in managing patients with 

epilepsy, despite the challenges associated with its use in clinical practice and research. 

Further research on the seizure diary should be carried out in the future to improve its 

usefulness. The researcher recommends the following. 
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1) Future research on seizure diaries should focus on introducing electronic seizure 

diaries that have been designed explicitly by Africans for Africans to manage 

patients living with epilepsy on the African continent. Internet applications with a 

seizure diary should be developed and be readily available for patients who want 

to use them. 

2) Monitoring of seizure frequencies is important in the management of epilepsy, and 

future research should be focused on developing non-invasive, culturally 

acceptable devices that can reliably monitor seizures without any patient inputs, 

such as wearable wrist devices, bracelets, and other technologies. Such a tool will 

significantly enhance epilepsy care in Africa. 

3) The process of creating a patient retained record to facilitate self-management of 

a chronic condition can serve as a blueprint or implementation science approach 

for developing similar interventions targeting other chronic diseases. This method 

can be easily adapted and replicated while considering specific chronic conditions. 

4) The private sector can adopt and integrate the seizure diary into their healthcare 

systems for patients with epilepsy who are not keen on using commercial or 

electronic diaries. Doing so will enhance care and support for individuals with 

epilepsy or seizure-related conditions. Additionally, the diary's adoption can 

contribute to research and data-driven decision-making, advancing knowledge in 

epilepsy care in the private sector.  

6.7 PERSONAL CHALLENGES 

The process and challenges encountered by the researcher in this study were overcome 

by searching relevant literature and exchanging ideas with experienced researchers in 

family medicine and neurology. The researcher completed the thesis via the publication 

route, despite initially lacking research experience. This was done with the hope that the 

rigorous process would help improve the researchers’ writing skills and confidence in 

research methodology. Each paper was a tedious learning process and the acceptance 

by the peer-reviewed journals for publication brought with it a great sense of relief and 

joy for the researcher and his supervisors. 
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This PhD study has been a great learning process for the author. It was filled with 

challenges, and the process taught the author much about patience and perseverance, 

despite having to face significant obstacles. 

6.8 FINAL REMARKS 

In this study, the author conducted a scoping review of literature, obtained information 

about patients’ perceptions of and attitudes to the seizure diary, obtained expert opinions 

on the contents of a seizure diary via a modified Delphi study, and explored patients' 

experiences of diary use. With the help of this information and the contribution of study 

participants, the author developed a new, improved seizure diary to manage patients with 

epilepsy. This diary will be recommended for use in the Northern Cape and Free State 

provinces.  
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Appendix E: Free State Department of Health/Northern Cape 

Department of Health request letter for permission  

To The Department of Health  

Free State/Northern Cape 

South Africa.                                                                                      15/03/23 

Permission to distribute the new seizure diary to patients living with Epilepsy in the Free 

State and Northern Cape. 

The researcher and his team thank the Department of Health of the Free State and 

Northern Cape for permitting us to collect data at the Universitas Hospital epilepsy clinic 

for the study Titled Developing an Improved Seizure Diary as a Monitoring Tool for 

Epileptic Patients in South Africa. The study aimed to develop an improved new seizure 

diary to improve seizure management in adult epileptic patients in South Africa. 

The study was conducted in Kimberley and Bloemfontein and involved 182 patients with 

epilepsy. The study consisted of 5 phases which were Phase 1 (Scoping review of 

literature on epilepsy), Phase 2 (The perceptions and attitudes of patients with epilepsy 

to the use of a seizure diary in managing patients with epilepsy), and Phase 3 (Delphi 

study) involving both local and international experts in the field of epilepsy. Phase 4, a 

longitudinal study (Use of the new, improved seizure diary for six months), 5a, a cross-

sectional study (Experience of the new seizure diary) and 5b (The suggested final version 

of the seizure diary). It was an extensive study. Two of the objectives of this study have 

been peer-reviewed and published in a reputable journal; the third has been accepted 

and will soon be published, while the 4th article is still being reviewed for publication. 

The impact of this study was for the first time, both patients with epilepsy and their 

caregivers who understand the burden of the disease, along with experts in the field of 

epilepsy, were actively involved and contributed to the process of the creation of a seizure 

diary for the use of patients living with epilepsy. They were active partners in creating a 

tool to improve their health.  

The seizure diary, created as the outcome of this study, is attached as an appendix for 

your perusal. It is a simple diary which we believe will be easy for patients and their 

caregivers to use. The diary will greatly assist healthcare providers in managing patients 
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with epilepsy by providing important health information that can assist in treatment 

decisions.  

We humbly request that you grant us permission to print and distribute copies of the 

seizure diary and for healthcare workers to use the seizure diary in the management of 

patients with epilepsy attending the clinics and hospitals across the Free State and 

Northern Cape province. If requested, we will provide training and support for healthcare 

providers, patients and caregivers on how to use the seizure diary. 

Thank you for allowing us to embark on and complete this research project. We look 

forward to a favourable response from your department. 

 

Dr Egenasi Chika and research team 

Department of Family Medicine 

The University of the Free State. 
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Appendix H: Language editor’s report 
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Appendix I: Information document for potential participants 

 Request to participate in the PhD study titled: 

 Developing an improved Seizure Diary as a Monitoring Tool for Epileptic Patients in South Africa. 

My name is Dr Egenasi Chika, am a specialist with the department of Family medicine Kimberley 

hospital. I am in the process of writing a dissertation to obtain A PhD degree in Family Medicine in the 

Faculty of Health Sciences at the University of the Free State. The title of my research is developing an 

improved Seizure Diary as a Monitoring Tool for Epileptic Patients in South Africa.  

My supervisors are Professor Anandan Moodley from the department of Neurology and Professor WJ 

Steinberg from the department of Family Medicine both of the University of the Free State. 

The study is expected to last for about 2 years; during this period, you will be required to complete 2 

questionnaires and use a diary within 12 months . The researcher and his assistants will see you often 

during the 12 months period.  

The study will help provide information required to improve the seizure diary for future use by patients 

with epilepsy. 

The following process will be followed during the period of this study. 

➢ If you accept to participate in this study, you will be required to complete and sign a consent form. 

➢ You will be required to complete a perception and attitude to the diary questionnaire which will 

take about 15-20 minutes to complete. 

➢ The improved seizure diary will be given to you after 6 months, we will show you how to use it after 

which you can take it home and use it as instructed. 

➢ The Researcher and his assistants will follow-up with you at your local clinics and specialist clinics for 

6 months. 

➢ You will be required to complete another perception about the diary questionnaire after using the 

diary for 6 months. 

➢ The information you provide will help in the development of a new improved seizure diary for 

approval by the department of health, intended for use by patients with epilepsy. 

➢ The findings of the study will be made available to the School of Medicine, the University of the Free 

State, the Free state department of health, the Northern Cape department of health, department of 

health South Africa, and other relevant organisations that deal with patients with epilepsy through 

paper presentations at conferences and seminars and by the publishing of articles in applicable 

journals. 

➢ You will not incur any cost as a result of participation in this study nor will any compensation be 

offered for participation.  Participants will not be exposed to any risks by participating in this study. 

Participation in this study is voluntary; you may also withdraw from this study at any given time 

without any penalty. Refusal to participate will not involve any penalty or loss of benefits which you 

are entitled to by your health care provider.  



 

120 

 

➢ Efforts will be made to keep your personal information and answers confidential, however absolute 

confidentiality cannot be guaranteed, personal information may be disclosed only if required by law. 

➢ Certain organisations may request to inspect and/or copy your records for quality assurance data 

analysis such as the Ethics committee of Faculty of health science of university of Free State, if 

results are published; this may lead to individual or cohort identification. 

Should you have any specific questions, my contact details are as follows: 

DR EGENASI CHIKA 

Telephone number: 0538026978 

Cellular phone:        0826920040   

Email address:        ckegens@yahoo.com   

Postal address: Kimberley Hospital complex, 144 Du Toit span Road 

                             Kimberley 8301  

For any complaints/problems you can contact the Health Sciences Research Ethics committee (HSREC) 

of the University of the Free State telephone number (051) 4052812.   

Thank you for taking the time to read this communication and I sincerely hope that you will be willing to 

contribute to this project. 

Yours sincerely 

Dr Egenasi Chika. K 

Department of Family Medicine Kimberley hospital 

Department of Family Medicine, University of the Free State 

Bloemfontein 
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Appendix J: Consent letter to participate in the research 

Developing an improved Seizure Diary as a Monitoring Tool for Epileptic Patients in South Africa. 

The reasons for the study is to enable us develop an improved seizure diary that can be used as a tool to 

monitor epileptic patients and improve medication adherence. 

You have been asked to participate in a research study. 

You have been informed about the study by 

_________________________________________________________ 

You may contact Dr Egenasi on 0826920040 anytime if you have questions about the research. 

You may contact the secretariat of the health sciences research ethics committee, UFS at telephone 

number 0514052812 if you have questions about your rights as a research subject. 

Your participation in this research is voluntary, and you will not be penalized or lose benefits if you 

refuse to participate or decide to terminate participation. 

If you agree to participate you will be given a signed copy of this document as well as the participant 

information sheet which is a written summary of the research. 

You may withdraw from this study anytime you wish to do so. 

All information gathered in this research project will be kept confidential. 

The research study including the above information has been verbally described to me. I understand 

what my involvement in the study means and voluntarily agree to participate. 

  ______________________  

  Signature of participant                                                Date 201__/___/___/ 

   ______________________  

  Signature of Witness                                                    Date201__/___/___/ 

 ______________________   

  Signature of Translator                                                  Date201__/___/___/ 

  



 

122 

 

Appendix K: Draft Questionnaire 1: Perception and attitude to the 

seizure diary 

Instructions: All question refer to the patient. Please tick only one answer per question. 

Multiple answers can be selected for question 29 and 30. You can add your comments in the 

space provided.                                                                                                                

Section A  

1) Study No     ……………                                                                        

2) Have you been diagnosed with epilepsy?  Yes    No 

3) Age: ..............years    

4) Gender:      Male            Female                                                                                                    

5) Occupation: Student         Pensioner       Employed        Unemployed     

6) Highest level of education:          Below grade 12         Matric          University          Others       

7) I am; Wife         Husband           Child            Relative           Caregiver         Patient 

8) Which clinic are you attending? Universitas         City          Betty Getsewe       Beaconsfield        

Casualty 

SECTION B      Questions about patient’s epilepsy 

9) How long have you (Patient) been diagnosed with epilepsy 

 Less than 1 year  1-5 years          6-10 years         11 years or more 

10) Are you on treatment with anti-epileptic drugs            Yes            No 

SECTION C       Questions about seizures 

11) How often do you fit in a year?            None            Once          More than one  

12) What type of seizures do you have?          GTC           Focal          Absence         Don’t know 

Others (explain) …………………………………………………………………………………………………………………. 

13) Are you able to remember you had a fit after an episode?  

Always            Sometimes                Never 

14) Do you need someone to inform you that you had a fit?         

Always           Sometimes                  Never 

15) Are you able to recall how many seizures you have in a month?  

Always           Sometimes                  Never 
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16) Do you think documenting your fits will help you remember?           Yes           No 

 

SECTION D    Questions about diary 

17)  Have you ever heard about the epilepsy diary?          Yes           No 

18) Have you ever used an epilepsy diary?         Yes           No 

If your answer to question 18 is Yes please continue with section D, if not move on to section 

E question 32 

19) Are you currently using the epilepsy diary?          Yes         No 

20) Was it recommended by your doctor?          Yes         No 

21) Do you understand the diary?          Yes           No 

22) Do you use the diary every day you fit?   Yes          No                

23) Do you enjoy using the diary?   Yes            No  

24) Do you find the diary useful for monitoring your epilepsy?  Yes               No 

25) Does the diary help you keep track of your seizures?  Yes             No 

26) Does it help you keep track of how often you fit?   Yes                  No 

27) Using the diary does it help you to take your medication?  Yes               No         

28) Do you have any challenges with completing the diary? Yes                     No                           

29) What were your challenges with completing the diary? 

a) No time to complete it. 

b) Not trained to use it. 

c) Nobody to help me complete it. 

d) Did not find it useful. 

e) Don’t normally remember to complete. 

f) My doctor does not check the diary, so I am not motivated to complete it. 

g)  It is difficult to complete it. 

h) Having to complete a diary makes me tired. 

i) It is not important to me. 

j) Others.......................................................................................................  

30) What information do you think should be in it? (Can tick multiple options) 
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        Date of seizure              Frequency of seizure            Type of seizure    

        Medication & Dosage              Emergency contact details              Doctors details 

         Others............................................................................................. 

…………………………………………………………………………………………………………….. 

…………………………………………………………………………………………………………….. 

…………………………………………………………………………………………………………….. 

…………………………………………………………………………………………………………….. 

31) Do you feel it is important to hand the diary over to the health care practitioner managing 

your case at every visit? 

               Yes                      No                 

 

SECTION E Conclusion 

32) Do you know the diary is free?             Yes          No 

33) Are you willing to use/continue to use it?            Yes           No 

 

              Thank you for your time and willingness to complete this form. 
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Appendix L: Draft Questionnaire 2: Experience of new seizure diary 

Instructions: All questions are directed at the person regularly completing the diary. Please 

tick only one answer per question. You can add your comments in the space 

provided.                                                                                                         

SECTION A  

1) Study Number  .................                                                                              

2) Who regularly completes the new seizure diary? 

    Patient        Wife          Husband           Children           Caregiver          Relatives  

3) Age of the person completing the diary. .............years         

4) Gender of the person completing the diary.  Male          Female 

5) Occupation of the person completing the diary. Student        Pensioner       Employed        

Unemployed     

6) Highest educational level of the person completing the diary?  Below grade 12         Matric          

University          Others       

7) The person completing the diary with the patient/ the patient attends. Bloemfontein 

neurology clinic       Casualty        Beaconsfield         City         Betty Gatsewe   

SECTION B   Questions about the use of the new seizure diary            

8) Do you understand the new seizure diary?     

         Yes                No             Not sure 

9) If you don’t understand the new diary, which of the options below is the reason? 

      a) The language was difficult to understand. 

       b) I don’t know what to do with it. 

       c) How to use it was not explained to me. 

       d) I find it too difficult to understand. 

        e) It is too confusing for me. 

        f) It is too complicated to use. 

       g) Others  ..........................................................................................................  

 

10) Do you like the size of the new seizure diary 

          Yes             No             Not sure 
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If yes, why…………………………………………... 

If no, why not………………………………………. 

11) Do you think the new seizure diary is useful? 

            Yes              No              Not sure 

If yes, why…………………………………………... 

If no, why not………………………………………. 

12) Do you enjoy completing the new seizure diary?   

          Yes                No            Not sure      

If yes, why…………………………………………... 

If no, why not………………………………………. 

13) After a fit, when do you complete the new seizure diary? 

           Immediately           1 day later            2 days to less than a month 

           1 – 2 Months             3 – 5 Months            6 Months or more                                      

14) Does the new seizure diary help track your/the patients' seizures? 

               Yes                   No             Not sure 

15) Does the new diary help relatives/caregivers keep track of your/the patients' seizures? 

               Yes                   No             Not sure 

16) Do you find the new diary useful in helping to provide information about your/patients' 

current medications? 

               Yes                   No             Not sure 

17) Does the new diary help to provide information when you meet with your/patient's 

doctor? 

               Yes                  No            Not sure 

18) Where do you keep the new seizure diary? 

         In a handbag          On the fridge        In the drawer        On the table        In the office 

Others      ................................................................... 

19)  Do you want to continue using the new seizure diary in future? 

                Yes          No         Not sure 

20) Do you think anything should change in order to further improve the new diary? 
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                 Yes          No          

If Yes, please comment.......................................................................................... 

............................................................................................................................. 

............................................................................................................................. . 

Complete if relevant to you: 

21) Did you/the patient previously use a dairy? 

     Yes                     No   

If yes, please answer question 22 

If no, you have completed the questionnaire. 

22) Compared to the former dairy, which do you prefer?  

         Old seizure diary                                      New seizure diary 

Please give reasons. 

  ...........................................................................................................................  

.............................................................................................................................  

.............................................................................................................................  

.............................................................................................................................  

        Thank you for your time and willingness to complete this questionnaire. 
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Appendix M: Lettter of request and information document to Delphi 

survey participants 

Information Document 

Dear Participant, 

Request to participate in the PhD study titled:  

Developing an improved Seizure Diary as a Monitoring Tool for Epileptic Patients in 

South Africa. 

You have been chosen for this study due to your expertise in the management of patients with 

epilepsy and knowledge of the seizure diary. 

As indicated by the title, the purpose of the study is to develop and use the improved South 

African seizure diary, as a monitoring tool for patients with epilepsy on treatment and to see if 

the diary helps to improve participants’ medication adherence. 

Currently, there is no standardized monitoring tool for epileptic patients on medication. This 

makes it difficult for healthcare workers to monitor their patients’ progress and obtain the 

necessary information that may help manage the patient better, especially if the patient is 

without any collateral to provide information. In most instances, ’ collaterals cannot remember 

important information that the health care provider may need to enable them to make 

important decisions. The currently available paper diaries used in certain clinics lack details that 

can help healthcare practitioners manage their patients better. That is why we decided to 

develop a more interactive seizure diary that patients can keep with them at home, enabling 

them to keep relevant information concerning their seizures, medications and how they take 

them. Caregivers and other family members can also complete this diary and can be brought 

along with the participants to the clinics they attend so that the healthcare workers can have 

this important information when they see the participants. 

The aim of the study is to develop and use the improved seizure diary that will help in the 

management of patients with epilepsy in South Africa.  

A Delphi technique is a widely used and accepted method for gathering data from respondents 

within their domain of expertise (Hsu and Sandford, 2007). It is designed as a group 

communication process which aims to achieve a convergence of opinion on a specific real-world 

issue (Hsu and Sandford, 2007). 

The study will use the Delphi technique consisting of a panel of both local and international 

experts from different specialities that work with the diary to gather information on what should 

be the acceptable content of a seizure diary. 

You will be required to voluntarily complete and sign a consent form to indicate your willingness 

to participate in this study. 

The duration of the Delphi process will be 4- 6 months. You will have 4 weeks to respond 

during each round. 

An electronic questionnaire survey using the online EvaSys survey management system of the 

University of the Free State will be used in sending out questionnaires during each round. The 
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questionnaire consists of a 3- point modified Likert scale; you will be required to choose only 

one option for each question. Consensus is reached when 70% of responding participants agree 

on one point; a maximum of 4 rounds will be allowed during this study. You will receive 

summaries on the outcome of each stage of the process; you will be offered the opportunity to 

change your judgement on any issue where consensus is not achieved within a 4 weeks’ time 

frame. 

The information from the Delphi process will be used in the design of the improved seizure 

diary that will be made available to the department of health for approval before patient use.  

Findings from this study may be presented at conferences or published as articles in journals. 

 I, therefore, kindly request you to participate in the Delphi survey. 

Participation in this study is voluntary, and you can withdraw anytime, should you wish to do 

so. 

Should you have any specific questions, my contact details are as follows: 

Dr Egenasi Chika 

Telephone number: 0538026978 

Cellular phone:        0826920040   

Email address:  ckegens@yahoo.com   

Postal address: Kimberley Hospital complex, 144 Du Toit span Road 

                             Kimberley 8301  

For any complaints/problems, you can contact the Health Sciences Research Ethics 

Committee telephone number (051) 4052812   

Thank you for taking the time to read this communication, and I sincerely hope that you will be 

willing to contribute to this project. 

Yours sincerely 

Dr Egenasi Chika. K 

Department of Family Medicine Kimberley hospital 

Department of Family Medicine, University of the Free State 

Bloemfontein. 
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Appendix N: Draft Delphi Questionnaire for seizure diary 

                                                                                                               

INSTRUCTIONS   

Please complete this aspect concerning your credentials. 

1) Gender                                                                                                                                       

Male                           Female   

2) What is your speciality?                                                                                                                       

----------------------------------------------------------------- 

3) Current position                                                                                                                                         

------------------------------------------------------------------ 

4) Place of employment          

  Public Hospital                Private Hospital               

                                                                                       

5) Years of experience in your speciality?                                                                                                   

                0-4                    5-9                                10 or more                        

6) Work with patients with Epilepsy?                                                                                                         

YES                              NO                 

                                                                                                                                              

7) Are you familiar with the use of the epilepsy diary?                                                                         

YES  NO   

8) Country where you practice  

SA       If other state here   

                      

 

 

 

 

 

  

1 2 

1  

1 2 3 
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DRAFT DELPHI QUESTIONNAIRE FOR SEIZURE DIARY 

                                                                                                                                                                    

Please tick in your opinion what needs to be included in the diary.                  

No Questions                      Likert scale 

Definitely 

required 

      1 

Optional 

      2  

Not required 

         3 

 

INFORMATIONS REQUIRED ONCE 

 

1 Name of patient 1 2 3 

 2 Date of birth 1 2 3 

3 Gender of patient 1 2 3 

4 Occupation of patient 1 2 3 

5 Highest educational qualifications 1 2 3 

6 Current home address  1 2 3 

7 Patients phone number 1 2 3 

8 Emergency phone number for next of kin 1 2 3 

9 Name of local clinic and contact number 1 2 3 

10 Doctors name and phone number 1 2 3 

11 Medication allergies 1 2 3 

12 Local emergency service number 1 2 3 
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REGULARLY REQUIRED INFORMATION 

13 Patients chronic conditions  1 2 3 

14 Patients other chronic medications 1 2 3 

15 Current epilepsy medications 1 2 3 

16 Patients current  medication dosages 1 2 3 

17 Medication side effects 1 2 3 

18 Patients monthly pill counts 1 2 3 

19 Used medications dispensing containers 1 2 3 

20 Patients epilepsy medications drug levels 1 2 3 

21 Availability of medications in Hospital/clinics 1 2 3 

22 Frequency of patients  seizures 1 2 3 

23 Abbreviations depicting patients  seizure types 1 2 3 

24 Times of the day patient had the seizures 1 2 3 

25 Duration of seizures  1 2 3 

26 Common  ligands  for triggers  1 2 3 

27 Seizures occurred while Sleeping or awake? 1 2 3 

28 Patients  known seizure triggers 1 2 3 

29 Patients postictal duration 1 2 3 

30 History of hospital admission 1 2 3 

31 Patients reflections about their seizures 1 2 3 

32 How often should the diary be completed? 1 2 3 



 

133 

 

(A) Daily regardless if the patient had a seizure or 

not 

1 2 3 

(B) Monthly based on patients recall of seizures 1 2 3 

33 Use of the annual calendar with different 

months of the year inserted into the diary. 

1 2 3 

34 Use of a monthly calendar received every 

month by the patients. 

1 2 3 

35 Instruction to circle days of the months with 

seizures on the calendar 

1 2 3 

36 Basic information about epilepsy 1 2 3 

37 Epilepsy do’s and don’ts for patients 1 2 3 

38 Space for comments on EEG reports 1 2 3 

39  Doctors comments during visits 1 2 3 

40 Current employers number 1 2 3 

41 Comments on driving a car 1 2 3 

42 Hospital logo on front page of diary only 1 2 3 

43 Hospital logo on every page of diary 1 2 3 

44 Commercial adverts on every page of diary 1 2 3 

45 Commercial adverts on selected pages only 1 2 3 

46 Different diary  colours for male & females 1 2 3 

47 Coloured diary background 1 2 3 

48 Background pictures on diary 1 2 3 

49 Serial identification numbers for each diary 1 2 3 
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50 Barcode  identification  for each diary 1 2 3 

 

Do you have any suggestions for further items to include in the diary? 

................................................................................................................................................ 

................................................................................................................................................. 

................................................................................................................................................. 

................................................................................................................................................. 

 


