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Abstract 

Increasing medication adherence in patients with epilepsy is important because, if taken 

properly, antiepileptic medication can reduce seizure frequency, and thus, improve quality of life 

and reduce hospital and emergency room visits.  The goal of this study was to examine if non-

professionals (undergraduates) can improve medication adherence among persons with epilepsy 

by implementing simple, but time-intensive interventions. Participants were eleven patients with 

epilepsy at a neurological clinic in Tallahassee that were referred by their neurologist based on 

his perception that their adherence was low and that they were favorable toward research. Study 

design was quasi-experimental in which each participant served as his or her own control. The 

first phase used a self-report diary in which baseline data was collected for at least one month to 

establish initial levels of adherence. Interventions included customized picture reminders, Didits 

(inexpensive device attached to side of medication container for keeping track of medication 

taking), and weekly phone calls that provided support and encouragement for taking one’s 

medication. This study demonstrated that time-intensive interventions can be implemented by 

non-professionals, which can make interventions more widely available. Structured interviews 

suggested that the interventions were generally viewed positively by participants. However, due 

to difficulties with the self-report diary as the primary measure of adherence, we were not able to 

determine if the interventions actually improved participants’ adherence. Future research should 

employ more objective measures of adherence, such as the Medication Event Monitoring System 

(MEMS) (See Paschal, Hawley, St. Romain, & Ablah, 2008 for review of measures).  

Keywords: medication adherence, medication compliance, epilepsy. 
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Introduction 

Patients diagnosed with epilepsy are often prescribed antiepileptic drugs (AEDs) in order 

to control their seizures. These drugs, if taken properly, generally can reduce the patient’s seizure 

frequency (Eatock & Baker, 2007), and thus, improve their quality of life, and reduce hospital 

and/or E.R. visits (Cramer et al., 1989; Goodman, Durkin, Forlenza, Ye, & Brixner, 2012). 

Unfortunately, research indicates that many patients with epilepsy do not have high adherence to 

their prescribed medication regimen. It has been estimated that 20% to 82% of patients do not 

follow their treatment plan (Cramer et al., 1989; Buelow & Smith 2004). These adherence 

estimates have wide variance due to the methodology used in each particular study (Cramer et 

al., 1989). In one study, 10 of the 21 participants had less than 34% adherence rate when using a 

Medication Event Monitoring System (MEMS), which electronically records whenever 

participants open their medication container (Buelow & Smith, 2004). The MEMS, however, 

does not record if the patient took their medication--it only records when the container was 

opened.  These studies demonstrate just how serious the need is for improved medication 

adherence among persons with epilepsy.   

Researchers are investigating ways to improve adherence through specific interventions.  

An intervention called WebEase, an online self-management tool that focuses on medication 

management, stress management, and sleep management, was evaluated over a 12 week period 

between a treatment group and a waitlist control group (DiIorio, 2011).  The study found that 

members of the treatment group reported a higher level of adherence than those in the waitlist 

control group at the end of the study.  The researchers found that the process of self-assessment 

and planning that was required through the different modules of the online program was helpful 
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in fostering adherence to those with epilepsy (DiIorio, 2011).  Another study (Brown, Sheeran, & 

Reuber, 2009), examined whether a simple and self-administered worksheet increased AED 

adherence.  The Implementation Intention Intervention was an “if-then” plan where participants 

were asked to write down exactly when and where they were going to take their medication.  

Implementation Intention Interventions work on the premise that people are more likely to both 

remember and act on their goals when they are written down.  The study consisted of an 

intervention and a control group where both groups received a 14 page educational booklet, and 

the intervention group received an extra one page Intention Implementation worksheet.  They 

found that the Intention Implementation Intervention significantly increased adherence rates, as 

measured by the MEMS (Brown et al., 2009). Others have found that nonadherence in patients 

with epilepsy can be improved by having the patients use pillboxes or calendar packs.  These 

methods serve as both a reminder and a record of whether or not the medication was taken 

(Leppik, 1990).  It also has been suggested that a way to minimize nonadherence is to carefully 

explain the dosage schedule to the patient in order to ensure that misunderstanding is not the 

cause of nonadherence (Leppik, 1990; Glick, Rizzo, Stern, Feinberg, 2006).   

The above studies show that on-line programs (e.g., WebEase) and Intention 

Implementation Interventions can improve medication adherence. However, these programs are 

not applicable to persons with poor computer skills and/or access, or to persons with poor verbal 

skills. There are some interventions that have worked with persons with a variety of 

backgrounds, such as regular phone calls from an epilepsy specialty nurse and helping patients to 

associate taking their medication with specific activities that they do every day (see review in the 

Cochrane Database of Systematic Reviews, 2011 by Al-aqeel & Al-sabhan) (Al-Aqeel & Al-

Sabhan, 2011).  One review article suggests that multiple implemented strategies such as patient 
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counseling, special medication containers, reminder systems, could impact medication adherence 

greatly (Buelow & Wang, 2006).  However, these interventions are time-intensive, and have 

always been implemented by professionals (nurses, pharmacists, mental health professionals). 

Unfortunately, most medical practices cannot afford to hire a professional solely for this purpose.  

The overall goal of this study was to examine if medication adherence among patients 

with epilepsy can be improved using non-professionals (undergraduate students) to implement a 

simple, but time-intensive intervention. The use of non-professionals can drastically reduce the 

cost of implementing these procedures.  

Methods 

Participants  

Participants were epilepsy patients from a local neurology clinic in Tallahassee, Florida 

between the ages of 27 and 64. Our inclusion criteria required that patients had a diagnosis of 

epilepsy for at least 6 months and that their medication regimen had not changed for the six 

months prior to enrollment. However, the latter was not the case for at least one participant. 

Participants were recruited based on the neurologist’s evaluation of the patient’s current 

adherence difficulties and perceived willingness to participate in research. Persons who were 

non-English speaking, pregnant, or had significant development disorder or mental illness were 

not recruited. Participants were recruited during their regularly scheduled appointment with their 

neurologist.  The neurologist briefly described the purpose of the study, encouraged them to talk 

to a study staff member, and often provided them with an informational pamphlet (see appendix 

A). If patient agreed, a study staff member met with the patient and explained all the procedures. 

All in-person meetings were conducted at the neurology clinic. All procedures in this study were 
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approved by Florida State University’s Institutional Review Board (IRB) and by the governing 

board of the neurological clinic.  

Procedures 

Overview. Study staff members were comprised of undergraduate students either earning 

class credit or work-study payment. The study staff carried out all procedures under the 

supervision of the principal investigator, Dr. Barbara Licht, who met weekly with all study staff 

members. Procedures were designed to be simple and inexpensive interventions that would help 

participants take their medications according to their prescribed regimens. Interventions 

consisted of weekly phone calls, Didits, and picture reminders. Self-report diaries were designed 

to assess patient adherence and seizure frequency.   The initial study design included working 

with each patient for approximately six months, with the first four weeks as a baseline period. 

Following baseline, the goal was to introduce phone calls that encouraged adherence to all 

participants with half also receiving the Didit and the other half receiving the picture reminders.  

After one month of this intervention, participants were to receive the remaining intervention. 

Due to practical issues that arose with working with clinical patients, the timeline and 

intervention implementation varied across patients.  These variations and their reasons are 

detailed in the Results. 

Measures  

Diary. Throughout the entire study, all the participants were asked to keep track of their 

medication taking behaviors by using the diary provided to them.  Study staff members used 

protocols and bullet points as guidelines to explain the diary to participants (see appendix B). We 

instructed the participants to keep the diary inside a Ziploc bag with their medication and a pen 
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to make it easier by having all necessary items together in one place. Whenever they took their 

medication, they were instructed to place a check mark under the appropriate day and time of 

day (morning, midday, or evening). The diary also has a space to record whether or not they had 

a seizure that day, and they were instructed to make a tally mark for each seizure they had that 

day.  There were two forms of the diary, a calendar view and a weekly view. The weekly view 

was designed to be more simple and straightforward, with four separate week-long per page (see 

appendices C-F).  The weekly view diary started on Monday and ended on Sunday which 

corresponded to the Didit.  The calendar view was designed to look like the standard calendar 

with the week starting on Sunday and ending on Saturday (see appendices G-J). The decision 

was up to the patient as to which diary form they preferred.  For each form of the diary, patients 

used a once daily, twice daily, or thrice daily version depending on the individual’s prescribed 

regimen. The diary was used to collect self-report data on medication adherence for the duration 

of the study.  

Background questions. Background questions were given to the participants at the first 

meeting after they consented to participate in the study.  The background questions included 

standard demographics and a medical question. Participants were given the choice to have the 

questions read to them or to read the questions themselves.  It took approximately three to five 

minutes for participants to complete (see appendix K).  

Satisfaction with Life Scale. The Satisfaction with Life Scale (SWLS) used was a 

modified version of the 5-item scale designed by Ed Diener to measure satisfaction with one's 

life (Diener, Emmons, Larsen, and Griffin, 1985). The modifications included changing the scale 

from a 7-point Likert scale to a 5-point Likert scale and altering the direction of the scale (see 
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appendix L). Interpreting the modified SWLS was as follows: 5-9 points was interpreted as 

“highly satisfied,” 10-14 points was interpreted as “satisfied,” 15-19 points was interpreted as 

“dissatisfied,” and 20-25 was interpreted as “highly dissatisfied.”  Participants were given the 

choice to have the questions read to them or to read the questions themselves.  The scale required 

approximately one minute to complete. The SWLS was administered at the first meeting after the 

consent was signed and after the background questions were completed. The scale was also 

administered at the end of the study to measure any changes from when they began the study.  

Morisky Medication Adherence Scale. The four item Morisky Medication Adherence 

Scale (MMAS) (Morisky, Green, Levine, 1986) is a standardized questionnaire used to measure 

the participants self-reported medication adherence (see appendix M). The first two questions 

ask about carelessness and being forgetful, while the last two questions ask about active 

decisions to stop taking medication (due to either side effects or belief that medicine is no longer 

needed). The scale is interpreted by assigning one point to every “Yes” answer. A score of zero 

suggests “high adherence,” one to two points suggest “intermediate adherence,” and three to four 

points suggest “low adherence.” Participants were given the choice to have the questions read to 

them or to read the questions themselves.  The scale was administered at the first in person 

meeting after the consent, background questions, and SWLS. It was also administered at the end 

of the study to measure any changes from when they began the study. 

Interview. A structured interview was developed after finding that self-reported 

adherence from the diary during baseline was unexpectedly high for most participants. This left 

little or no opportunity to see improvement in adherence from baseline to implementation of 

interventions. The interview was developed in an effort to determine if the participant perceived 



Medication Adherence in Patients with Epilepsy   12 

 

any of the interventions and/or the act of signing up for an adherence study to be helpful. Most 

participants were interviewed once or twice as deemed appropriate and when scheduling 

allowed. A master interview was created with all potential questions (see appendix N).  

However, only those questions that were relevant to each participant were asked. Additionally, 

certain questions were only asked during the second interview because those questions were 

developed later in the study.   

First Session  

The first session with each participant was usually the first time that the patient had heard 

of the study, and it was generally after finishing an appointment with their neurologist. During 

the first session the patient was familiarized with the study by having the informed consent read 

to them (see appendices O and P). To ensure that patients fully understood the potential risks, 

they were asked to explain in their own words the potential risks (see appendices Q and R for a 

protocol to explain informed consent). The patient was then given the option to participate in the 

study, think about it and contact us, or refuse to participate. If the patient decided to participate, 

the informed consent was signed, and the demographic questionnaire, Satisfaction with Life 

Scale (SWLS), and the Four Item Morisky Medication Adherence Scale (MMAS) were all 

completed. Additionally, a follow-up appointment was made for them to return for their first 

intervention and they were given a token for the parking garage if they needed one. The first 

session generally took between 30 and 60 minutes. 
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Baseline  

The intended baseline period started the day after the participant signed the consent form 

and ended four weeks later. During baseline, the participant was instructed to mark in their diary 

each time they took their antiepileptic medication and each time they had a seizure.  The 

participant also received weekly phone calls to remind them to use their diary. During the 

baseline calls, study staff did not remind them to take medication, nor did they problem-solve to 

help participants take their medication.  Nonetheless, self-report adherence during baseline was 

unexpectedly high for most participants.  We suspected that the baseline phone calls to remind 

participants about marking in the diary were inadvertently reminding them to take their 

medication.  This suspicion was confirmed by our first two interviews.  In order to have less 

influence on medication taking behavior during baseline, we changed some of our procedures 

starting with Case 10 and Case 11. Additionally, for these later participants, we decided not to 

contact participants every week during the baseline period. Instead, we decided to contact them 

three days after signing the informed consent and again at three weeks into baseline to determine 

whether they were properly using the diary and to prompt them if they were not. However, after 

implementing this revised procedure with Case 10 and Case 11, it was evident that more frequent 

contacts during baseline were necessary in order to maintain good communication with 

participants and ensure proper use of the diary. Therefore, it was decided to call participants 

every two weeks during baseline. After the first two interviews were administered, the decision 

was also made to alter the baseline period from a minimum of four weeks to a minimum of six 

weeks. This was because we reasoned that participants who became more adherent than usual as 

a result of signing up for a medication adherence study would be more likely to revert back to 

their “normal” level of non-adherence with a longer baseline.  
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Interventions 

Didit. The Didit is small plastic device that adheres to the outside of the patient’s 

medication container (see appendix S).  The Didit has a tab for each day of the week, beginning 

with Monday and ending with Sunday. When the patient takes his/her medication, he/she pushes 

down on the tab for that day until it clicks in place.  If patients took their medicine twice daily, 

we gave them two Didits, one for the morning dose and the other for the evening dose. The Didit 

served as a visual reminder that the patients either took or did not take each dose of their 

medication each day.  The Didit was intended to be introduced to half of the participants as their 

first intervention while the other half would receive it as their second intervention. However, due 

to implementation issues, this was not feasible.  The Didit was only a practical intervention for 

participants that used their original medication containers, and many of the participants used 

weekly pill organizers which are not compatible with the Didit. As a result, many participants 

never received the Didit. Additionally, we planned to use the Didit for only four weeks before 

introducing the second intervention. However, due to scheduling conflicts, this time was often 

longer. Study staff members used protocols and bullet points as guidelines to explain the Didit to 

participants (see appendix T).  

Picture reminder. We worked with participants individually to create a customized 

picture reminder that best fit their medication and daily schedule, as well as their personal 

preferences.  The purpose of picture reminders was to help participants to remember to take their 

medication by associating the action of taking their medication with a specific, time, location, 

and/or activity.  The study staff members used protocols and bullet points as guidelines to 

explain the picture reminders to participants (see appendix U). The study staff members worked 
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with the study participants to identify those cues that they could associate with taking their 

medication.  The cues were then matched to a picture in the picture database that was created by 

the study staff. The picture illustrations of the associations were placed onto a reminder card in 

the format that the participant preferred. We offered participants several format options, and they 

had the option to choose multiple formats if they felt it would be useful. For example, we offered 

the following options: 1) putting the picture reminder in a plastic stand (large or small) that can 

be placed on a counter or desk, 2) printing the picture onto “cling-on” paper that can be stuck to 

window or mirror, 3) hanging the picture on wall, 4) posting picture on refrigerator with magnet.  

As was true for the Didit, the picture reminder was intended to be used for four weeks before 

introducing the second intervention. However, due to scheduling conflicts, this time was often 

longer. Picture reminders for specific participants appear in Appendices V - AA.  

Phone calls. Phone calls were started three days after the participant signed the informed 

consent. The purpose of the first call was to make sure that they had started to use their diary and 

to answer any questions they might have with starting the study. As indicated, we initially 

planned to make weekly calls to all participants for the duration of the study including the 

baseline period.  The purpose of the baseline phone calls was to make sure they were using their 

diaries appropriately and to problem solve any issues that they might have had with the diary.  In 

contrast to baseline phone calls, the purpose of the weekly phone calls during the intervention 

period was to provide support and encouragement to the participants for adhering to their 

prescribed medication regimen.  The weekly phone calls also were intended to allow us to 

problem solve with the participants when any issues concerning adherence that arose.  The study 

staff also collected self-report diary data during these phone calls. In the case of not being able to 

reach a patient by phone, we left a voicemail, which encouraged them to call us back on the FSU 
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Medication Adherence lab phone. Protocols and bullet points were used as guidelines to help 

steer conversations with participants on the phone (see Appendix BB). All phone calls were 

made from the FSU lab phone so that participants would not be able to contact study staff 

members on their personal phones. 

Reimbursement. The initial study design did not include reimbursement for 

participation. However, because some participants showed low levels of participation (including 

not answering or returning phone calls, and not keeping appointments), we decided to offer 

reimbursement to specific participants for their time and effort in the study.  Because funds were 

limited we could not offer reimbursement to all participants.  Thus, for Cases 1-9 (who had all 

signed up prior to this decision), reimbursement was only offered to those who were showing 

low levels of participation. Cases 10 and 11 were offered reimbursement at the time of consent. 

Participants were offered up to $5.00 for the two intervention sessions, and $20.00 for the last 

session.  

Study Staff and Training  

As indicated, all study staff were undergraduate students. Six study staff members had 

been involved in the project for at least one semester prior to having any contact with 

participants by phone or in person. During this time, they helped design and refine the study 

procedures and protocols. Three of the five also had prior background knowledge of epilepsy due 

to prior involvement with canine epilepsy research. Before meetings with participant, these six 

study staff members practiced the protocols with each other and were “tested” by the primary 

investigator. In contrast, two new study staff members were sent to meet with patients during 
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their first semester with the study. Their training consisted of practicing protocols with each 

other and being “tested” out by the primary investigator.  

 Different students interacted with participants at different times throughout the study. 

This was, in part, because of students’ schedules and, in part, because we wanted to prevent 

participants from becoming too attached or dependent on specific study staff members.  

Results 

Overview 

Each case is described below, including those that chose to terminate their participation 

prior to study completion.  The goal of presenting each case summary is to provide a description 

of each participant’s behavior throughout the study, as well as his or her perceptions of the utility 

of the interventions and some non-study factors (e.g., their use of weekly pill organizer). When 

appropriate, comparisons are made between baseline and intervention phases. 

Participant Summaries 

Case 01. Case 01 was a 45 year old, single (never married), Caucasian female. Her 

highest level of education was a high school diploma. Case 01 had a diagnosis of epilepsy for 

approximately 37 years.  In addition to epilepsy, she had a medical history of headaches, cervical 

cancer, asthma, depression, hyperlipidemia, and a herniated lumbar disk. At the time of consent, 

Case 01 was unemployed with disability status and was living with grandchildren and ex-

daughter-in-law.  Case 01 began our study on March 20, 2012 with no expectation of 

reimbursement. Case 01 took Keppra and Topamax twice daily and chose to use the weekly view 

diary. At her initial meeting with study staff she completed the MMAS in which her answers 
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reflected intermediate adherence.  She also completed the SWLS in which her answers reflected 

dissatisfaction with life. The participant was called every week during both the baseline and 

intervention stages. Case 01 had steady contact with study staff members until April 18, 2012, 

when she stopped responding to phone calls, followed by her phone numbers being 

disconnected.  After attempting to make contact via regular mail and through her friends, we 

were able to regain contact on June 5, 2012.  Since then, Case 01 maintained contact with study 

staff; however it was still difficult for her to come to in-person meetings. Throughout the study, 

Case 01 had various personal struggles which have impacted her ability to participate fully in the 

study.   She struggled with her living arrangements, depression, and family distress for which she 

sought professional counseling. After regaining contact with her in June, we learned that she had 

misplaced her diaries due to moving, so we sent her new diaries along with a new Ziploc bag and 

pen. Because communication with Case 01 was inconsistent, we decided to give her an 

additional month of baseline. She missed her first intervention appointment with study staff and 

a follow up appointment with her neurologist on July 6, 2012. She also missed the rescheduled 

appointment for August 7, 2012.  On September 18, 2012 she had an in-person meeting during 

which we introduced the first intervention, the Picture Reminder, and she also was able to meet 

with her neurologist’s Physician Assistant. At this study appointment, we were able to have her 

complete the interview, pick out pictures and format (4x6 plastic frame) for her Picture 

Reminder, and obtain her self-report diary data. The picture reminder was printed later and 

mailed to her along with a gallon-size Ziploc bag and a pen, (see appendix W for Case 01’s 

picture reminder).  Case 01 brought with her to the meeting her diaries for March through 

September, all completed with check marks to denote doses taken and tallies to denote seizures.  

She also had written detailed notes on the diary about her emotional state and other ailments such 
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as headaches or leg pain. Case 01 included this additional information on her own initiative. At 

this in-person meeting, an interview was conducted to assess Case 01’s perception of the study. 

She reported that the weekly phone calls helped her “A little bit” to remember to mark in her 

diary and to take her medication.  She also reported that the reason why at times she was difficult 

to reach was because she was busy at the time. When asked if the study staff members who 

called her were polite, she reported that they were “very polite.” Case 01 had never used a diary 

to keep track of medication or seizures before our study. She reported that the diary helped her 

“A lot” to remember to take her medication and that the diary was “No hassle at all.” She also 

reported that at times she would mark in the diary at a later time in the day. She also confirmed 

that she kept her diary in the Ziploc bag with her medication. She reported that she was “very 

likely” to use the diary in the future after the study was over. Case 01 also stated that the act of 

being referred to the study helped motivate her to take her medication.  Reviewing the original 

diaries and collecting data over the phone allowed us to learn that from March to October, Case 

01 recorded missing one dose on April 6, 2012 and has had a total of 10 seizures. On November 

9, 2012, an exit interview, MMAS, and SWLS were conducted over the phone in order to save 

Case 01 a trip to the neurologist’s office which is approximately an hour drive from her home. In 

her second interview, she stated that the phone calls helped her to remember to take her 

medication and to mark in her diary “a lot,” which was a change from her first interview in 

which she reported that the phone calls helped her “a little bit.” She also acknowledged that 

different people called her throughout the study but that she could not recall any names. Case 01 

stated that the diary was “a little bit of a hassle” because she would not always have the diary 

with her at the time when she needed to mark in it. This too was a change from her first 

interview. She reported that while she sometimes marked her diary at a later time, her diary is 
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accurate. She again reported that the diary helped her “a lot” to remember to take her medication 

and that she was “very likely” to use the diary in the future. With respect to the Picture 

Reminder, she said that she kept it beside her bed, and she was accurately able to describe the 

images to the interviewer. She stated that the picture reminder helps her remember to take her 

medication “a little bit because she always remembers on her own.” She also stated that it helped 

her to remember to mark in her diary “a little bit.” At her second interview, we also asked about 

help from family and friends. She stated that her daughter and new boyfriend help her to 

remember to take her medication, but that they do not remind her to mark in her diary. Case 01 

used a pill organizer so we asked her some questions about how she uses her organizer. She 

stated that she always fills it up herself on Sundays and that it helps her to remember to take her 

medication “a lot because she can look back and see if she missed a dose.” Case 01 was asked to 

rank the things that help her take her medication in order from most helpful to least helpful. She 

ranked the diary as most helpful, followed by support from family and friends, then the pill 

organizer, then the phone calls, then the picture reminder, and last was the in-person meetings. 

During this phone call she also completed the MMAS in which she reported high adherence, 

which is in contrast to her initial report of intermediate adherence.  She also completed the 

SWLS in which she reported satisfaction with life, which contrasted to her initial report of 

dissatisfaction with life. With respect to Case 01’s diary data, during baseline (seven month 

period), she reported one missed dose and eight seizures; during the intervention phase (two 

month period), she reported no missed doses and two seizures.  Given Case 01’s high level of 

self-reported adherence during baseline, her diary data was not useful in assessing the effects of 

the intervention. Case 01 did not receive the Didit because she used a pill organizer.  
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Case 02. Case 02 was a 34 year old, Caucasian female with some college education or an 

AA degree, who was diagnosed with epilepsy in 1994 after a traumatic brain injury caused by a 

horse riding accident. At the time of consent, Case 02 was unemployed with disability status and 

she was separated but living with a partner. In addition to epilepsy, Case 02 had a medical 

history of kidney stones and excessive thirst. Case 02 began our study on March 26, 2012 with  

no expectation of reimbursement. She took Tegretol, Keppra, and Phenobarbital twice a day and 

Dilantin once a day. She chose to use the twice a day calendar view diary. At her initial meeting 

with study staff, she completed the MMAS in which her answers reflected low adherence.  She 

also completed the SWLS in which her answers reflected high dissatisfaction with life. The 

participant was called every week. Case 02 had steady contact with study staff members until 

May 10, 2012, when she stopped responding to phone calls. We have diary data from March 27, 

2012 to May 10, 2012.  We were able to regain phone contact on July 4, 2012 when she stated 

that she needed more diaries and that she was unable to make it to her neurologist’s office to pick 

up her seizure medication. At this point, Case 02 stated that she was unsure if she would be able 

to continue with the study because of her inability to meet with us. On July 26, 2012, Case 02 

stated that she was no longer taking her epilepsy medication and wished to opt out of the study. 

With respect to Case 02’s diary data, during baseline (two month period), she reported six 

missed doses and five seizures. Case 02 did not come for a second appointment and received no 

interventions or interviews.  

 Case 03. Case 03 was a 64 year old widowed, African American female with a 

Bachelor’s degree. At the time of informed consent, she worked full time and lived with her 

mother as her mother’s primary caregiver. In addition to epilepsy Case 03 had diabetes, chronic 

pain, anxiety, hypertension, coronary artery disease, asthma, obesity, and signs of dementia. 
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However, no signs of dementia were noticeable to study staff at that time.  She began our study 

on March 26, 2012 with no expectation of reimbursement. Case 03 took Depakote once daily in 

the evening and chose to use the calendar view diary. At her initial meeting with study staff she 

completed the MMAS in which her answers reflected intermediate adherence.  She also 

completed the SWLS in which her answers reflected satisfaction with life. The participant was 

called every week during both the baseline and intervention stages. At the first meeting, Case 03 

mentioned that she sometimes intentionally took only a half dose of her medication due to its 

side effects. On May 15, 2012 she came in for her second appointment with study staff where 

she picked out pictures and the format (4x6 plastic frame) for her picture reminder (see appendix 

X for Case 03’s picture reminder). During the month of June she travelled frequently for work 

and forgot to take her diaries and picture reminder with her on her travels.  Despite forgetting to 

bring her study materials with her, Case 03 stated that she did not miss any doses during that 

time period. On June 30, 2012 we discussed the possibility of formatting her picture reminder to 

be easier to travel with and she was not enthusiastic with this idea stating that the picture 

reminder does help her to remember and that she was only participating in this study for the 

benefit of the research.  On July 11, 2012, Case 03 reported difficulty keeping up with the diaries 

due to her busy schedule. She missed an appointment with her neurologist and study staff on July 

19, 2012 due to an injury incurred from a vehicle accident. She was able to reschedule this 

appointment for November 16, 2012 where she meet with her neurologist and study staff. At this 

meeting she was able to complete an exit interview, MMAS, and SWLS. Case 03 reported that 

the phone calls helped her to remember to take her medication “a little bit” and they helped her 

to remember to mark in her diary “a lot.” When asked if she had any problems with the phone 

calls she reported that the frequency of calls was too high. When asked if the study staff 
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members who called her were polite, she reported that they were “very polite.” She also reported 

that the same study staff member called her throughout the study, but she could not recall the 

name. In regards to the picture reminder, she reported that it did not help her remember to take 

her medication or to mark in her diary “at all”; she also reported that she was “not at all” likely to 

use the picture reminder in the future. She reported that she kept her picture reminder on her 

table with her medication. In regards to the diary, she reported that it did not help her at all to 

remember to take her medication. She also stated that they diary was “no hassle at all,” which 

contrasted with her earlier phone statement that she was having difficulty keeping up with the 

diaries.  She reported that the diary is accurate because she always marked in it at the same time 

that she took her medication. Case 03 also stated that she previously used a diary that was 

formatted like a date book when she first started having seizures. She reported that she was 

“somewhat likely” to use the diary in the future after the study, mostly to record seizures. When 

asked about whether or not she always took the full dose she reported that she did, in contrast to 

what she reported at her first in-person meeting. When asked to rank order which factors helped 

her to take her medication the most, she reported that her pill organizer was the most helpful, 

followed by the diary, then phone calls, then the picture reminder, and last the in-person 

meetings. She reported that she had no help from family or friends and that her neurologist 

referring her to the study had no effect. Case 03 also completed her second MMAS in which her 

answers reflected intermediate adherence and the SWLS in which her answers reflected 

satisfaction with life. Neither of these measures showed a change from when she began the 

study. With respect to Case 03’s diary data, during baseline (two month period), she reported 

four missed doses and one seizure; during the intervention phase (six month period), she reported 

no missed doses and no seizures. Thus, Case 3’s diary data suggested some improvement from 
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baseline to the intervention phase, although her overall perception of the project was less 

positive. When asked if she would like this to be her last session she stated “yes.” Case 03 did 

not receive the Didit because she used a pill organizer. 

 Case 04. Case 04 was a 35-year-old married, Caucasian male with a Bachelor’s degree 

and some graduate education. At the time of informed consent, Case 04 worked full time and 

lived with his spouse and children. In addition to epilepsy, Case 04 has migraines, anxiety, and a 

surgically corrected “lazy eye.”  Case 04 began our study on April 2, 2012 with no expectation 

of reimbursement. Case 04 said he took Depakote and Keppra twice daily and chose to use the 

twice daily calendar-view diary. However, his prescriptions for both Depakote and Keppra said 

to take the medications once daily. On June 7, 2012, in a phone conversation with his wife, she 

confirmed that he is supposed to take it twice a day despite how the prescription is written. At his 

initial meeting with study staff, he completed the MMAS in which his answers reflected 

intermediate adherence.  He also completed the SWLS in which his answers reflected high 

satisfaction with life. Case 04 was called every week; however, phone contact was not consistent 

with him. Throughout the time he was in the study, we only spoke to him twice and his wife 

once. On May 10, 2012, he called and left us a voicemail letting us know when a good time to 

call him back was; he was called at that time but did not answer. On May 14, 2012 he was called 

and reminded of his second appointment the next day in which he responded he would be there. 

On May 15, 2012 he missed this second appointment for the first intervention. On June 7, 2012, 

contact was made with his wife who told us that they were going through a difficult time 

personally and that he had several seizures. She stated that they had seen Dr. Ayala that day and 

that they were being referred to the Mayo clinic because of the high frequency of his seizures.  

At this point she said that her husband would like to stay in the study and that he would like to 
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receive new diaries. Because we were not able to make phone contact with Case 4 after this 

conversation with his wife, we decided to offer reimbursement to encourage greater 

participation. On August 3, 2012 we left him a voicemail telling him about the new opportunity 

to receive reimbursement for his time and effort in the study and asked him to please return our 

phone call; however, he did not call back. On August 23, 2012 we left a voicemail asking him to 

respond within two weeks in order to remain in the study; he did not call back.  Because we were 

not certain that he was receiving our phone messages, we mailed him a letter on September 13, 

2012 explaining the reimbursement, and asking him to let us know by September 30, 2012 as to 

whether he wanted to continue participation in the study. A stamped, self-addressed envelope 

with a simple check sheet was enclosed to make it easy for him to reply. Due to lack of response, 

we stopped calling him and considered him no longer in the study as of October 12, 2012. Four 

days of diary data were obtained in which he reported missing no doses and having no seizures. 

Case 04 did not come in for a second appointment and received no interventions or interviews.  

 Case 05. Case 05 was a 54-year-old, single (never married), African American male with 

a high school diploma (GED). At the time of informed consent Case 05 was unemployed but 

seeking work. He lived with non-related persons. Case 05 had a diagnosis of epilepsy due to 

head trauma.  He began our study on April 4, 2012 with no expectation of reimbursement. At the 

time of consent, Case 05 took Lamictal once daily in the evening and chose to use the weekly 

view diary. At his initial meeting with study staff, he completed the MMAS in which his answers 

reflected intermediate adherence.  He also completed the SWLS in which his answers reflected 

dissatisfaction with life. The participant was called every week during both the baseline and 

intervention stages. Case 05 has had inconsistent contact with study staff members throughout 

the study.  On April 18, 2012 he stated that he lost his diaries and needed more sent to him. On 
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May 3, 2012, he stated that he started his new diaries. From May 3, 2012 to August 11, 2012, we 

were unable to get in contact with him; at times his phone was disconnected.  On August 3, 2012 

we began leaving him messages about reimbursing him for his time and effort in the study. On 

August 11, 2012 we were able to speak to him about reimbursement and schedule a meeting time 

for his second appointment. He missed the appointment and the rescheduled appointment. Case 

05 was able to come for a second appointment on September 4, 2012 where he started his first 

intervention, the Didit. He completed an interview, signed an updated consent form, and was 

reimbursed $5. Case 05 brought all of his original diaries from the day he started the study to the 

end of June. At this in person meeting, an interview was conducted in order to find out more 

information about Case 05’s perception of the study. He reported that the weekly phone calls 

helped him “a lot” to remember to mark in his diary and to take his medication.  He also reported 

that the reason why at times he was difficult to reach was because he has a government funded 

phone plan and he often runs out of minutes. When asked if the study staff members who called 

him were polite, he reported that they were “very polite.”  Case 05 had never used a diary to 

keep track of medication or seizures before our study. He reported that the diary helped him “a 

lot” to remember to take his medication and that the diary was “No hassle at all.” He also 

reported that sometimes he would mark in the diary at a later time in the day. Case 05 also stated 

that his self-reported high adherence was accurate. Case 05 also stated that the act of being 

referred to the study had no effect to motivate him to take his medication. Case 05 also stated 

that he does not keep his diaries together in the Ziploc bag; he keeps the medication separate in 

dresser drawers. On November 2, 2012, Case 05 was able to come back for his third study 

appointment to start his second intervention, the picture reminder and to meet with his 

neurologist. At his appointment with his neurologist, his medication was changed in order to 
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better control his “black-outs.” At the time of this writing, his medications were Vimpat twice a 

day and Lamictal once a day in the evening, this was his maintenance dose that was achieved by 

an up titration of Vimpat and a down titration of Lamicatal. Because his medication changed 

every week for four weeks after this appointment, a new picture reminder was made and mailed 

to him to each week to correspond to his titration schedule until he reached his maintenance 

dose. His picture reminder reflected his maintenance doses of current medications (see appendix 

Y for Case 05’s picture reminder). In addition to printing the picture reminder and giving him a 

4x6 plastic frame, a second interview was conducted.  At his second interview he stated that the 

phone calls did not help him remember to take his medication “at all,” which changed from his 

first interview when he said the phone calls helped him remember to take his medication “a lot.” 

He also reported that the phone calls helped him “a lot” to remember to mark in his diary, which 

showed no change from his first interview. At this interview we asked him if he the same or 

different study staff members called him throughout the study, he stated that different members 

called him, and that they were myself and the neurologist’s P.A. In regards to the diary, he stated 

that he continues to keep his diaries separated from his medication, that the diary is no hassle, 

that it helps him “a lot” to remember to take his medication, that he sometimes marked in the 

diary at a later time, and that the diary was accurate; all which showed no change from his first 

interview. He also reported that as long as we provide him with diaries, he is “very likely” to 

continue to use them in the future after the study is completed. We also asked about the Didit at 

this interview and he said that the Didit fits very well onto his medication container and that it 

helps him to remember to take his medication and mark in his diary “a lot.” Case 05 also stated 

that using the Didit was a “lot of fun” and that he likes to hear it click. In order to evaluate 

whether Case 05 was using the Didit properly, he was asked to demonstrate how he uses it.  He 
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demonstrated that he pushes down each tab to signify that he has taken his medication. However, 

in contrast to our instructions, which said to pull all tabs up at the end of each week, he leaves 

them down at the end of that week. If he forgot a dose (i.e., the tab was up), he pushes that down 

at the end of the week so all tabs are down when he begins the next week. To start the new week, 

he reverses the procedures—he pulls the appropriate tab up to signify that he has taken his 

medication. Thus, he rotates between pushing tabs down and pulling them up to signify he took 

his medication. Although this was contrary to our instructions, he liked this procedure so we did 

not ask him to change it. Case 05 also said that he does not compare the Didit to the diary, as he 

was initially instructed to do. At this interview we also asked about help from others. Case 05 

stated that his sister, daughters, and their mother help him to remember to take his seizure 

medication at least once a week.  He stated that they do not help him to remember to mark in the 

diary because they do not know about it. Case 05 was asked to rank the things that help him take 

his medication in order from most helpful to least helpful. He ranked the Didit as most helpful, 

followed by the diary, then support from family, then the weekly phone calls, then the in-person 

meetings, and last his neurologist’s referral for the study. Due to time constraints at his third in-

person meeting, Case 05 did not complete a second MMAS and SWLS. Throughout the entire 

study, Case 05 reported missing no doses and having no seizures. Thus, his diary data was not 

useful for assessing whether his adherence was helped by the project. 

 Case 06. Case 06 was a 27 year old, single (never married), Caucasian male, with some 

college or an AA degree.  At the time of informed consent, Case 06 was working full time and 

lived with non-related persons. Case 06 had a diagnosis of epilepsy, characterized by generalized 

(“grand mal”) seizures, for 21 years. In addition to epilepsy, Case 06 also has a diagnosis of 

hypertension and vertigo.  He began our study on May 21, 2012 with no expectation of 
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reimbursement. At the time of consent, Case 06 took Vimpat twice daily, Clobazam three times 

daily, and Lamictal XR which he discontinued on May 31, 2012 on his neurologist’s request.  He 

chose to use the three times daily weekly-view diary. At his initial meeting with study staff he 

completed the MMAS in which his answers reflected high adherence.  He also completed the 

SWLS in which his answers reflected satisfaction with life. The participant was called every 

week during both the baseline and intervention stages. Case 06 had consistent contact with study 

staff members throughout the study. He expressed frustration with the diary on June 11, 2012, 

stating that it was a pain. On June 18, 2012, Case 06 came in for his second in-person meeting to 

begin his first intervention, the picture reminder.  Due to technical difficulties, the picture 

reminder was later mailed to him, but his chosen 4x6 plastic frame was given to him at the 

meeting(see appendix Z for Case 06’s picture reminder). During a phone call on June 28, 2012, 

Case 06 stated that he had received his picture reminder and that he placed it on the kitchen 

counter next to his basket with medication in it. He also said that he had missed a few of his 

midday doses while on vacation.  On July 2, 2012 during a phone call, Case 06 stated that the 

picture reminder was not that helpful because he does not forget often. On July 16, 2012, Case 

06 stated that he once again missed his midday dose while traveling, but that he typically does 

not miss it unless he is out of his routine. At his third in-person meeting on July 16, 2012, an 

interview was conducted during which he stated that the phone calls help him remember to take 

his medication and mark in his diary “a lot” and that he likes the phone calls. When asked if the 

study staff members who called him were polite, he reported that they were “very polite.”   He 

stated that the picture reminder does “not at all” help him to remember to take his medication or 

to mark in his diary, despite having placed it on the counter next to his medication.  When asked 

what could make the picture reminder more helpful, he stated that he just uses his basket in the 
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kitchen to remind him because he keeps his keys and his medication in there so he can’t leave the 

house without remembering his medication. When asked, he said he was “not at all” likely to use 

the picture reminder in the future. Before this study, Case 06 had never used a diary to keep track 

of his seizure medication or seizures.  He said that the diary did “not at all” help him to 

remember to take his medication.  When specifically asked how much of a hassle the diary was, 

he said that it wasn’t that big of a hassle because he keeps it in his satchel which he carries with 

him, which contrasts his phone statements from the previous month. He also reported that he 

sometimes marks in his diary later in the day or even days later; despite this, he reported that his 

diary was accurate. He also reported keeping his diaries separate from his medication. When 

asked if he would use the diary after the study ended, he said that he was “somewhat likely” 

because it was good for keeping track of his seizures. Case 06 said that he uses a phone alarm to 

help him remember to take his medication as well.  When asked if he felt that his neurologist 

referring him to the study helped motivate him to take his medication, he reported that it had 

little effect. On August 3, 2012, August 23, 2012, and September 12, 2012 Case 06 stated that he 

hates the midday dose and does not see the point of it. On October 1, 2012, he stated that he 

probably misses the midday dose a few times a week.  Case 06 was under a lot of stress in the 

middle of October because his parents were having serious medical problems. He said that this 

made him be more focused on taking his medication to ensure that he didn’t have any seizures 

since it would stress his parents if he did.  On November 14, 2012, Case 06 came to his third in-

person meeting where a second interview, MMAS, and SWLS were completed. When asked 

about the phone calls, he reported that they helped him remember to take his medication “more 

than a little bit but not a lot” and that they helped him “more than a lot” to remember to mark in 

his diary. When asked about the picture reminder, he stated that he no longer had it since he 
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moved and couldn’t remember what it looked like. He did not think that the picture reminder 

helped him remember to take his mediation or mark in his diary “at all,” nor did he like it. In 

regards to the diary, he reported that it helped him remember to take his medication “a little bit” 

when it was with his medication in the basket. He stated that they diary was “no hassle at all” 

and that he would be “somewhat likely” to use it in the future after the study is completed.  He 

also reported that at times he marked in his diary later in the day or the next morning but that the 

diary was accurate. He also reported that both family and friends occasionally help him to 

remember to take his medication by verbally reminding him. Case 06 stated that being referred to 

the study by his neurologist helped motivate him to take his medication. When asked about his 

difficulty taking his midday dose, he reported that he has completely stopped taking it. He also 

reported that he switched from using a weekly pill organizer to a daily pill pack that he refills 

each morning and that this system helps him a lot because it goes everywhere with him. When 

asked to rank the things that were most helpful to him with respect to taking his medication 

regularly, he said that his daily pill pack was the most helpful, followed by the diary, followed by 

phone calls, then help from family and friends, then the in-person meetings, and last his 

neurologist’s referral. Case 06 also completed his second MMAS in which his answers reflected 

intermediate adherence, which was in contrast to reporting high adherence at the start of the 

study. He also completed the SWLS in which his answers reflected high dissatisfaction with life, 

which contrasted with reporting satisfaction with life at the start of the study. Based on 

conversations with Case 06, his reduction in life satisfaction was likely due to the recent medical 

problems of his parents. His reduction in self-reported adherence appears to reflect his growing 

dissatisfaction with having to take a midday dose, which was prescribed to him the day that he 

signed up for the study.  At this appointment with study staff, the neurologist was also able to 
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briefly meet with him and approved him only taking Clobazam twice daily if he increased the 

amount taken at each dose. With respect to Case 06’s diary data, during baseline (one month 

period), he reported no missed doses and one seizure; during the intervention phase (five month 

period), he reported 102 missed doses and two seizures, which reflected the period of time 

during which he stopped taking his midday dose. Given Case 06 was changed from a twice daily 

prescription to a three times a day prescription when he first signed up, comparing his adherence 

between baseline and intervention phases was not informative other than to suggest that dosing 

three times per day was related to much lower adherence. Case 06 did not receive the Didit 

because he used a pill organizer. 

Case 07. Case 07 was a 50 year old single (never married), Caucasian male with some 

college or an AA degree.  At the time of informed consent, Case 07 was retired with disability 

status and lived with adult children or other family members. In addition to epilepsy, Case 07 has 

a medical history of HIV with full onset of AIDS, kidney failure, and a blood clot in his right 

lung.  Case 07 began our study on May 22, 2012 with no expectation of reimbursement. At the 

time of consent, Case 07 took Keppra twice daily and chose to use the twice daily weekly view 

diary. At his initial meeting with study staff, he completed the MMAS in which his answers 

reflected high adherence.  He also completed the SWLS in which his answers reflected 

satisfaction with life. The participant was called every week during both the baseline and 

intervention stages, and he had consistent contact with study staff members throughout the study. 

On June 19, 2012, Case 07 came in for his second in-person meeting to begin his first 

intervention, the picture reminder (see appendix AA for Case 07’s picture reminder). During a 

phone call on June 27, 2012, Case 07 stated that he placed the 4x6 plastic frame with his picture 

reminder on the kitchen counter next to his coffee pot. He also said that even though he is 
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already very regimented, he has found it helpful and enjoys having it.  On July 13, 2012, Case 07 

missed his evening dose and was admitted to the hospital for medical problems outside of his 

epilepsy. He was released from the hospital on July 17, 2012. On August 6, 2012, he had his 

third in-person meeting and an interview was conducted. He stated that the phone calls help him 

to remember to take his medication and mark in his diary “a little bit.” He stated that he enjoys 

the phone calls because they make him feel important and helpful. When asked if the study staff 

members who called him were polite, he reported that they were “very polite.”  When asked 

about the picture reminder, he stated that it helped him to remember to take his medication “a 

lot” and helped him mark in his diary “a little bit.”  Case 07 stated that he was “very likely” to 

use the picture reminder in the future. Before this study he had never used a diary to keep track 

of his seizure medication or seizures, although he did keep written records of some other 

medications.  Case 07 stated that the diary “help a little bit” to remember to take his medication.  

He reported that the diary was “no hassle at all.” He also stated that he sometimes marks in his 

diaries a few hours after taking his medication, yet stated that his diary was accurate. When 

asked if he would continue to use the diary after the study was over, he said he was “somewhat 

likely” because he likes it to keep track of his seizures. Case 07 also stated that he kept his diary 

separate from his medication. On November 14, 2012, he was able to come in for his fourth and 

final in-person meeting in which a second interview, MMAS, and SWLS were completed. 

During his interview he reported that the phone calls helped him remember to take his 

medication and mark in his diary “a little bit”, which showed no change from his first interview. 

He reported that he still keeps his picture reminder on the kitchen counter and he was able to 

accurately describe it. He reported that the picture reminder helps him to remember to take his 

medication “a fair amount” because he keeps it next to the refrigerator and it helps him “a little 
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bit” to remember to mark in his diary, which is a change from his first interview when he said 

picture reminder helped remember to take medicine “a lot.” When asked about the diary, he 

reported that it helped him “a little bit” to remember to take his medication, which reflects no 

change. He reported that he always marked in the diary at the same time that he took his 

medication, which reflects a change from first interview when he reported sometimes marking in 

his diary at a later time. He again reported that his diaries were accurate and the he is “somewhat 

likely” to use the diary in the future after the study is completed. He also reported that he still 

kept his medication separate from his diaries because there are children around and he needs to 

have his medication where it cannot be accessed by children. Case 07 reported that he does not 

have family or friends that help him remember to take his medication and being referred to the 

study by his neurologist had no effect on his medication taking behavior. When asked about his 

weekly pill organizer he reported that he always fills it up himself on Wednesdays and that his 

pill organizer helps him “a lot” to remember to take his medication. When asked to rank order 

the things that were most helpful regarding taking his medication, he said that his weekly pill 

organizer was the most helpful, followed by the diary, then the picture reminder, then the phone 

calls, and last the in-person meetings.  When asked if he wanted to comment on the study he 

said, “It has been helpful, I’m glad to be able to help and give back in some way.” He also 

reported that his neurologist asked him to participate in this study “because he does always take 

his medication. Case 07’s diary data collected over the phone and in person indicated that he 

missed only one dose (when he became sick and needed hospitalization) and had no seizures 

over the course of the study.  Thus, his diary data was not useful for assessing whether his 

adherence was helped by the project. Case 07 also completed his second MMAS in which his 

answers reflected high adherence and the SWLS in which his answers reflected satisfaction with 



Medication Adherence in Patients with Epilepsy   35 

 

life, both reflected no change from first interview. Case 07 did not receive the Didit because he 

uses a pill organizer. 

Case 08. Case 08 was a 63 year old married, Caucasian female with a Bachelor’s degree. 

At the time of consent, Case 08 was a homemaker, living with her spouse or partner. In addition 

to epilepsy, Case 08 has a medical history of hypertension, diabetes, memory loss, and anosmia 

(inability to perceive odors). Case 08 began our study on June 19, 2012 with no expectation of 

reimbursement. She took Keppra twice a day and chose to use the twice a day weekly view 

diary. At her initial meeting with study staff she completed the MMAS in which her answers 

reflected intermediate adherence.  She also completed the SWLS in which her answers reflected 

satisfaction with life. The participant was called every week and had steady contact with study 

staff. On July 2, 2012, she stated that she was having seizures frequently despite taking her 

antiepileptic medication regularly. She also was questioning whether her seizures were actually 

due to epilepsy, and not another neurological issue. On July 12, 2012 Case 08 stated that she was 

not satisfied with her neurologist and sought a second opinion. On August 19, 2012 Case 08 

stated that she established herself with another neurologist. Because of this, we were no longer 

able to meet with her in person. She was given the option to have us still maintain contact her via 

phone and have the interventions mailed to her. She declined but asked for a blank diary to keep 

track of her seizures because she found it very helpful.  Case 08 was terminated from the study 

on September 12, 2012 after receiving her diaries.  

Case 09. Case 09 was a 34 year old single (never married), African American male with 

high school diploma.  At the time of informed consent, Case 09 was unemployed with disability 

status and lived with family members. Case 09 began our study on June 27, 2012 with no 
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expectation of reimbursement. At the time of consent, Case 09 took Keppra and Trileptal twice 

daily and chose to use the twice daily weekly view diary. At his initial meeting with study staff, 

he completed the MMAS in which his answers reflected intermediate adherence.  He also 

completed the SWLS in which his answers reflected satisfaction with life. The participant was 

called every week during both the baseline and intervention stages. Case 09 has had consistent 

phone contact with study staff members throughout the study, but has had difficulty coming to 

in-person meetings. During Case 09’s baseline phase, the study staff decided that four weeks of 

baseline was not enough so the decision was made to extend his baseline to six weeks and 

changed his second in-person meeting from July 25, 2012 to August 8, 2012. Although he was 

not offered reimbursement when he signed up, he was offered it at this point to ensure continued 

participation, given the difficulty he had coming to the clinic. He later had to reschedule his 

second appointment for August 20, 2012. At this time we started him on his first intervention, 

the Didit, and reimbursed him $5 for this appointment. We also provided a Didit to his mother, 

who accompanied him at every visit, because she stated that she would really like a Didit to help 

her remember her medication. On October 1, 2012 Case 09 stated in a phone conversation that he 

really likes the Didit and that it helps him “a lot” to remember to take his medication. On 

October 15, 2012 Case 09 missed his third in-person meeting to start his second intervention. He 

also missed the rescheduled dates on October 26, 2012, October 30, 2012, and again on 

November 2, 2012.   Case 09’s diary data reflected that he has missed no doses and has had no 

seizures over the course of the study. Thus, his diary data was not useful for assessing whether 

he was helped in any way by the project. At the time of this writing Case 09 had only received 

the Didit.  
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Case 10. Case 10 was a 44 year old single (never married), Caucasian male with some 

college or an AA degree.  At the time of informed consent Case 10 worked part-time and lived 

alone. Case 10 also had a vagal nerve stimulator implant. Case 10 began our study on August 7, 

2012 with the expectation of reimbursement. At the time of consent, Case 10 took Keppra and 

Vimpat twice daily and chose to use the twice daily weekly view diary. At his initial meeting 

with study staff, he completed the MMAS in which his answers reflected intermediate 

adherence.  He also completed the SWLS in which his answers reflected satisfaction with life. 

The participant was called three days after signing the consent and again at the three week mark 

during the baseline phase, this was done to avoid having the calls serve as frequent reminders to 

take his medication. He was called every week during the intervention stage. Case 10 has had 

steady phone contact with study staff members throughout the study, except for the month of 

September due to his phone being disconnected. Case 10 missed his second in-person meeting on 

September 18, 2012, but he rescheduled. On October 8, 2012 he came in for his second in-person 

meeting during which his first intervention, the picture reminder, was made (and later mailed to 

him) and he received his $5 reimbursement. He left the appointment with his chosen 8x10 plastic 

frame to put his picture reminder (see appendix AB for Case 10’s picture reminder). On October 

9, 2012 Case 10 wrote an email to the primary investigator stating how grateful he was for the 

picture reminder and how much he thought it helped him. With respect to Case 10’s diary data, 

during baseline (two month period), he reported no missed doses and four seizures; during the 

intervention phase (two month period), he reported no missed doses and one seizure. Thus, his 

diary data was not useful for assessing whether his adherence was helped by the project. Case 10 

did not receive the Didit because he used a pill organizer. 
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Case 11. Case 11 was a 50 year old widowed, African American female with some 

college or an AA degree. At the time of consent, Case 11 was unemployed with disability status 

and lived alone. In addition to epilepsy, Case 11 had a medical history of hypertension, diabetes, 

asthma, supraventricular tachycardia, obesity, sciatic nerve impairment, acid reflux, anemia, 

depression, migraines, hearing impairment, cervical cancer, and neuropathy. Case 11 began our 

study on August 8, 2012 with the expectation of reimbursement. Case 11 took Topamax and 

Trileptal twice a day and chose to use the twice a day weekly view diary. At her initial meeting 

with study staff she completed the MMAS in which her answers reflected intermediate 

adherence.  She also completed the SWLS in which her answers reflected dissatisfaction with 

life. The participant was reached only once during the baseline phase (at the three week mark), 

no contact was made due to issues with the phone numbers she provided and timing. Case 11 did 

not have steady phone contact with study staff members for the duration of her time in the study. 

She called us back on October 5, 2012 and stated that at this time she did not wish to reschedule 

her missed in-person meeting on September 19, 2012. She said that she was very busy because 

her daughter was in the hospital, but that she has not missed any doses and had no seizures.  She 

said she would call us back in two to four weeks to reschedule her appointment. On October 19, 

2012 Case 11 stated that her daughter was slowly improving and that she would be willing to 

make an appointment with us in two weeks if we “needed her to.”  She again reported that she 

has had no seizures and has missed no doses. She also reported that she was having headaches 

and was getting surgery on her hand for arthritis. On October 24, 2012, Case 11 answered the 

phone and had no recollection of the study. She stated that she was sleeping when we called, and 

that’s why she could not remember. She asked to be called back later, but when she was called 

later, she did not answer. On October 29, 2012 Case 11 stated that she was very stressed and 
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inquired about whether she could leave the study.  She was told she that she could and that we 

would call back to see if that was her decision. On November 2, 2012 she was called to see if she 

still wanted to leave the study at that time, and if she was willing to have us follow up with her in 

the future to see how she was doing. She said “yes” to both questions. Case 11 did not come for a 

second in-person meeting, nor did she receive any interventions.  

Discussion 

 The purpose of the present study was to determine if non-professionals (undergraduate 

students) could administer simple, inexpensive treatments to patients with epilepsy in order to 

improve their medication adherence. The study used a quasi-experimental design that compared 

adherence during baseline with adherence during the intervention phase for each individual 

participant. The primary dependent measure was self-reported adherence from each participant’s 

diary. The results of this study suggest that highly motivated undergraduates can successfully 

administer the interventions. However, the problems with self-reported diary data prevented us 

from accurately determining whether the interventions improved the participants’ medication 

adherence.  As a result, we developed an interview to assess whether the participants perceived 

the interventions as helpful. We were able to interview five participants, four of whom were 

interviewed twice during the study to assess if their perceptions had changed over time. The 

findings regarding each component of the study are summarized below. 

Phone Calls 

 All participants received phone calls (generally weekly) during the baseline and 

intervention stages.  However, cases 10 and 11 only received a maximum of two calls during 

baseline. When asked whether the phone calls helped them to remember to take their medication, 
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three cases (Case 01, 03, and 07) initially reported that the phone calls helped “a little bit” but 

one of these (Case 01) later reported that they helped “a lot.” Two (Case 05 and 06) initially 

reported that the phone calls helped “a lot” but one (Case 05) later reported that they “did not at 

all” help, and the other (Case 06) later reported that the phone calls helped “more than a little but 

not a lot.” Thus, with the exception of Case 05’s second interview, the general consensus from 

the interviews was that the phone calls helped participants remember to take their medication at 

least “a little bit.”  While we expected to find that the phone calls were helpful in this regard, it 

did lead to the concern that calling participants during the baseline phase might have 

unintentionally served as an intervention—at least to a small extent.  During baseline, the calls 

were made solely to remind participants to mark in their diary. When asked whether the phone 

calls helped them remember to mark in the diary, one case (Case 01) initially reported that the 

phone calls helped “a little bit” but later reported that they helped “a lot”; three (Cases 03, 05, 

06) reported that they helped “a lot”; and one reported that they helped “a little bit.” Three 

participants (Cases 05, 06, 07) explicitly reported enjoying the phone calls for reasons relating to 

personal support. They reported this either in the interview, during a phone conversation, or 

during an in-person meeting. For example, Case 07 specifically reported in an interview that he 

enjoys the phone calls “because they make him feel important.” In contrast, Case 003 reported 

that the frequency of phone calls was too high.  

Four of the participants were asked in their second interview if they could recall the 

names of the study staff members who called them and if different people or the same person 

called them throughout the study. The reason for this question was because we initially wanted to 

prevent participants from becoming too attached to specific study staff members.  Case 01 

reported that different study staff members called her, but that she could not recall their names; 
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Case 03 reported that the same study staff member called her, but she could not recall the name; 

Case 05 reported that different study staff members called him and said confidently that they 

were myself (the author of this thesis) and the neurologist’s P.A; Case 06 reported that he was 

unsure if different or the same study staff members called but that he could only recall one study 

staff member (the one who signed him up).   

For future research, a more objective method of data collection, such as the MEMS, 

would be beneficial because it would eliminate the need to call patients during baseline to 

remind them to mark in their diaries. However, it would not eliminate the need for patients to 

record their seizures. 

Didit 

 Two of the eleven participants received the Didit, both received it as their first 

intervention.  Both reported during phone calls that they were enjoying the Didit, and Case 05 

described it as “fun to use.” Case 05, who completed the interview, ranked the Didit as the 

procedure most helpful to remembering to take his medication. In his interview, he stated that he 

liked to hear it click and that he was likely to use it after the study ended. Limitations of Didit 

include not being able to utilize the intervention on participants who use pill organizers. For 

future research, a prescreening interview is suggested in order to identify potential participants 

who use pill organizers and exclude them from the study. Furthermore, participants who use pill 

organizers would not be able to utilize the MEMS, which we recommend as the measure of 

adherence in future research.     

Picture Reminder 
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Six of the eleven participants received a picture reminder. For five of the six, this was 

their only intervention besides the phone calls because they used pill organizers which were not 

compatible with the Didit.  Five of the six participants chose to use the 4x6 plastic frames, while 

one chose to use an 8x10 plastic frame. Contrary to our initial belief, numerous formatting 

options were not necessary; in fact, it may have been overwhelming for participants to choose 

between four different formats, most of which came in various sizes.  

The picture reminder was designed to help participants remember to take their seizure 

medication more regularly. Four of the five participants that were interviewed received the 

picture reminder. When asked whether it helped them to remember to take their medication, one 

(Case 01) reported it helped “a little bit;” one (Case 07) initially reported it helping “a lot” but 

later reported it helping “a little bit;” two  (Case 03 and 06) reported it “not helping at all.” 

Shortly after receiving his picture reminder, one participant (Case 10) wrote an email to the 

primary investigator, thanking her for the picture reminder saying how helpful he anticipated it 

being. Case 10 is scheduled for his first interview after the completion of this thesis. The two 

participants reporting that it did not help at all (Case 03 and 06) stated that they were “not at all” 

likely to continue to use their picture reminder after the study ended, while one (Case 07) 

reported that they were “very likely” to continue using the picture reminder. Thus overall, 

participants’ perception of whether the picture reminder helped them to remember their 

medication was inconclusive, with two participants reporting the picture reminder was not 

helpful at all and the other two reporting that it was a little bit helpful. The ones that reported that 

it didn’t help at all were also somewhat negative when they discussed the picture reminder 

during both the phone calls and the interview, and when asked how it could be improved did not 

provide any suggestions saying that they didn’t need it to help them remember. One possible 
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limitation of the picture reminder was whether the participant placed it where they were most 

likely to see it at the time they were supposed to take their medication. For future research, it is 

possible that more attention to that issue might help. Another possible weakness concerned the 

manner in which the different formatting options are displayed to participants. One reason they 

might have all chosen the plastic stand was because the other options weren’t displayed as 

clearly. For example, it might help to display the cling-on format by placing it on a small mirror 

to illustrate how the cling-on can be implemented.  

When asked if the picture reminder help remind them to mark in their diaries, two (Case 

01 and 07) reported “a little bit”; and two (Case 03 and 06) reported “not all”.  

Diary 

All eleven participants were asked to mark in their diaries whenever they took their 

antiepileptic medication and whenever they had seizures. Three participants chose to use the 

calendar view diary, while eight chose to use the weekly view diary. Advantages of the calendar 

view format is that it is a familiar design, while advantages of the weekly view format is that it is 

simpler look and easier to reproduce.  

The diary was designed solely for the purposes of recording data on medication 

adherence. However, we recognized that the act of recording in the diary could have reminded 

participants to take their medication. When asked in the interview whether the diary helped them 

remember to take their medicine, two (Case 01 and 05) reported it helped “a lot;” one (Case 07) 

reported it helped “a little bit;” and two (Case 03 and 06) initially reported it helped “not at all,” 

but one (Case 06) later reported it helped “a little bit.” One participant (Case 01) ranked the diary 

as being the thing that was most helpful for remembering to take her medicine. Case 01 also took 
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the initiative to record her daily emotional wellbeing and her physical wellbeing, suggesting that 

it served additional purposes for her. Overall, of the five participants interviewed, all but one 

acknowledged that diary served as a reminder to take their medication at least “a little bit.” 

While it is nice to know that the diary was helpful in this regard, this was another reason why the 

diary was not adequate for assessing adherence during baseline. This provides another argument 

for using a more objective measure of adherence, such as the MEMS. 

When asked how likely they are to use the diary in the future, two (Case 01 and 05) 

reported “yes very likely,” while three (Case 03, 06, and 07) reported that they were “somewhat 

likely” to use the diary in the future after the study is completed. Those who volunteered a reason 

said they were most likely to use it after the study was completed for recording their seizures. 

Case 08, who had to terminate the study due to transfer of care, asked for blank diaries because 

she wanted to be able to continue to use them to track her seizures. 

When asked about marking in the diary at a later time than when they took their 

medicine, all five participants interviewed initially reported that they sometimes mark in their 

diary later, but one (Case 07) later reported that the diary was always completed at the same time 

he took his medication. Of the four participants interviewed about where they kept their diaries, 

only one (Case 01) reported keeping it with her medication in the Ziploc bag, which was the 

procedure strongly suggested by study staff.  The fact that so many reported that they at least 

sometimes recorded at a later time raises questions about the accuracy of the diaries, despite the 

fact that all five participants interviewed reported that their diary recordings were accurate. One 

of the limitations of the diary is that is self-report is known to have poor reliability for reasons 

such as not having the diary at hand or loss, and patient perception of their adherence is often 
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skewed (Fisher, Blum, DiVentura, Vannest, Hixson, Moss, Herman, Fureman, French, 2012; 

Buelow & Smith, 2004; Paschal et al., 2008). Of the five participants interviewed, four (Case 01, 

03, 05, and 07) initially reported the diary being “no hassle at all” but one (Case 01) later 

reported the diary being a “slight hassle”, while one (Case 06) initially reported it to be “a little 

bit of hassle” but later reported it to be “no hassle at all.” No participants reported receiving help 

from others to mark in the diary; however in an in-person meeting, Case 01 reported that her 

daughter helped her mark in the diary.  

Study Staff 

One of the goals of this study was to evaluate whether highly selected undergraduate 

students could implement simple, cost effective interventions to help improve medication 

adherence in patients with epilepsy.  We have concluded that non-professionals (undergraduates) 

can implement the kinds of straightforward interventions used in this study. However, it is 

important to note that not any undergraduate can implement the procedures and considerable 

training in the procedures as well as in professionalism (e.g., how to dress and conduct oneself in 

a medical setting) is needed.  This conclusion comes from the fact that two of the undergraduates 

who were sent to meet with potential participants either did not dress or perform as 

professionally as desired. Additionally, three or four of the undergraduates that signed up to 

participate in the project were judged not to be “ready” to meet with potential participants after 

their first semester in the lab. However, seven performed admirably in all respects. In fact, two 

were so impressive that they were both hired by the clinic to assist with ongoing research at the 

clinic. Further, one who initially showed problems improved greatly with additional training. In 
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part, this was due to their failure to take sufficient initiative to learn the study protocols. Future 

research should include longer, more intensive training.  

One clear advantage of having a team of undergraduates is that they were able to make 

multiple calls, send multiple letters, and meet in person with multiple participants, and their time 

did not cost participants, researchers, or the neurologist anything.  Having the team of 

undergraduates also helped of the patients schedule appointments with the neurologist when they 

could not get through to the appointment desk due to the line always being busy. 

Limitations and Future Directions 

As indicated throughout this discussion, the biggest limitation was that this study did not 

use an objective measure of adherence, such as the MEMS. Not only was the self-report diary of 

questionable accuracy, but participants’ interviews suggested that marking in the diary might 

have helped some participants remember to take their medication, which could have improved 

adherence during baseline.  



Medication Adherence in Patients with Epilepsy   47 

 

References  

Al-Aqeel, S., & Al-Sabhan, J. (2011). Strategies for improving adherence to antiepileptic drug 

treatment in patients with epilepsy. Cochrane Database of Systematic Reviews (Online), 1, 

CD008312-CD008312.  

Brown, I., Sheeran, P., & Reuber, M. (2009). Enhancing antiepileptic drug adherence: A 

randomized controlled trial. Epilepsy & Behavior, 16, 634-639. doi: DOI: 

10.1016/j.yebeh.2009.09.014  

Buelow, J.M., & Wang, C. (2006). Medication-taking behavior of patients with epilepsy. US 

Neurological Disease, 1-5.  

Buelow, J. M., & Smith, M. C. (2004). Medication management by the person with epilepsy: 

Perception versus reality. Epilepsy & Behavior, 5, 401-406.  

Cramer, J. A., Mattson, R. H., Prevey, M. L., Scheyer, R. D., & Ouellette, V. L. (1989). How 

often is medication taken as prescribed? A novel assessment technique. JAMA : The Journal 

of the American Medical Association, 261, 3273-3277.  

Diener, E., Emmons, R. A., Larsen, R. J., & Griffin, S. (1985). The satisfaction with life scale. 

Journal of Personality Assessment, 49, 71.  

DiIorio, C. (2011). Results of a research study evaluating WebEase, an online epilepsy self-

management program. Epilepsy & Behavior, 22, 469-474.  



Medication Adherence in Patients with Epilepsy   48 

 

Eatock, J., & Baker, G. A. (2007). Managing patient adherence and quality of life in epilepsy. 

Neuropsychiatric Disease and Treatment, 3, 117-131. doi: 10.2147/nedt.2007.3.1.117  

Fisher, R. S., Blum, D. E., DiVentura, B., Vannest, J., Hixson, J. D., Moss, R., Herman, S. T., 

Fureman B. E., French, J. A. (2012). Seizure diaries for clinical research and practice: 

Limitations and future prospects. Epilepsy & Behavior, 24, 304-310. doi: 

10.1016/j.yebeh.2012.04.128  

Glick, T. H., Rizzo, M., Stern, B. J., & Feinberg, D. M. (2006). Neurologists for patient safety: 

Where we stand, time to deliver. Neurology, 67, 2119-2123. doi: 

http://dx.doi.org/10.1212/01.wnl.0000249111.33912.c4  

Goodman, M. J., Durkin, M., Forlenza, J., Ye, X., & Brixner, D. I. (2012). Assessing adherence-

based quality measures in epilepsy. International Journal for Quality in Health Care, 24, 

293-300. doi: 10.1093/intqhc/mzs017  

Leppik, I. E. (1990). How to get patients with epilepsy to take their medication: The problem of 

noncompliance. Postgraduate Medicine, 88, 253.  

Morisky, D. E., Green, L. W., & Levine, D. M. (1986). Concurrent and predictive validity of a 

self-reported measure of medication adherence. Medical Care, 24, 67-74. doi: 

10.1097/00005650-198601000-00007  

Paschal, A. M., Hawley, S. R., St Romain, T., & Ablah, E. (2008). Measures of adherence to 

epilepsy treatment: Review of present practices and recommendations for future directions. 

Epilepsia, 49, 1115-1122. 



Medication Adherence in Patients with Epilepsy   49 

 

 

 



Medication Adherence in Patients with Epilepsy   50 

 

 



Medication Adherence in Patients with Epilepsy   51 

 

Appendix B: Study Staff Protocol and Bullet Points for Diary 

[Make sure you have a pencil] 

I am going to give you a diary to keep track of when you take your seizure medication. The 

purpose of the diary is to determine exactly how often you take your medication, and when 

you have seizures. That way, we can see if the procedures that we will give you to use later 

on are helping you. 

You should not feel bad or embarrassed if you forget to take your seizure medication. 

What is important is that you are honest and make the diary as accurate as possible. 

How many times a day do you take your seizure medication?  

[If once per day, ask] Do you usually take it in the morning or the evening? 

[Take out the appropriate 2 diaries] 

We have two diaries from which you can choose: a week by week diary where the weeks 

are marked from Monday through the weekend, or a monthly diary.  [Show diary samples]. 

Which one do you prefer? [If participant does not have a preference, choose a format for them 

and then follow the corresponding protocol on page 2 or 3]. 

***[Once you determine which diary, star** on appropriate  protocol one or two times daily so 

you don’t accidentally read the wrong one] 

[Ask appropriate questions based on how many times per day (and what time of day) they take 

seizure meds] 

How many different seizure medications do you take in the morning?  

How many different seizure medications do you take in the evening? 

[If wrong, tell them how many and which medications they take each time. Record # on their 

diary. For calendar, write number next to sun, moon, or both if twice daily. For weekly view, you 

need to write in # like below. You might want to draw sun and moon. 

Morning = 4 seizure medications 

Evening = 5 seizure medications]
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Appendix B: Study Staff Protocol and Bullet Points for Diary 

 

Monthly View Calendar Protocol: 

The diary is very easy to use.  

 [For once a day patients]: After you take your medication, simply place a check in the box 

for that day [make a check]. If you have a seizure that day, make a tally mark in the ‘SZ’ 

section, like this [make tally].  If you have more than one seizure that day, add a mark for 

each seizure, and make the mark as soon as you can.  Do you have any questions? 

[For twice a day patients]: Each day is divided into three sections, one with a sun to indicate 

morning [point] and one with a moon to indicate evening [point]. The middle section is to 

record any seizures you have. Right after you take your morning dose, place a check next 

to the sun [make a check]; right after you take your evening dose place a check next to the 

moon [make a check]. If you miss a dose, do not place a check there. For example, if you 

miss your morning dose but take your evening dose, you should only have a check mark 

next to the moon like this: [erase check by sun] If you have a seizure that day, make a tally 

mark in the middle box next to the ‘SZ’, like this [make tally]. If you have more than one 

seizure that day, add a mark for each seizure, and make the mark as soon as you can.  Do 

you have any questions?  

Just so I know that my instructions were clear, let’s try an example. [Hand them month of 

April.] 

For once a day: Suppose it is Monday, April 2nd.  You took your daily dose and you did not 

have any seizures that day.  Show me how you would mark that on the calendar.  [If correct 

say “Great!” If wrong, show correction]  

For twice a day: Suppose it is Monday, April 2nd.  You took your morning and your evening 

dose and you did not have any seizures that day. Show me how you would mark that on the 

calendar.  [If correct say “Great!” If wrong, show correction]  

Ok let’s try one more example. 

For once a day:  Suppose it is Tuesday, April 3rd.  You missed your daily dose, and you had 

two seizures that day.  Show me how you would mark that.   [If correct, say “Great!” If 

incorrect, show correction and keep giving examples until participant understands the calendar. 

Don’t insist that they tally 2 seizures if they insist that they never have more than one per day.] 

For twice a day: Suppose it is Tuesday, April 3rd. You missed your morning dose, but you 

took your evening dose and you had two seizures that day. Show me how you would mark 

that. [If correct, say “Great!” If incorrect, show correction and keep giving examples until 

participant understands the calendar. Don’t insist that they tally 2 seizures if they insist that they 

never have more than one per day.] 

[Say to all participants:] [SEE NEXT PAGE] 
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Appendix B: Study Staff Protocol and Bullet Points for Diary 

[Memorize first paragraph below] 

Remember, please don’t feel bad if you forget to take your seizure medication. What is 

important is that you are honest and make the diary as accurate as possible. To make it 

accurate, it is important that you mark it in your diary at the same time that you take your 

seizure medication. If you forget to mark your diary at the time you took your medication, 

do not go back and fill it in later. The only thing you will have to go back and fill in later is 

if you have a seizure.   

Here is your diary. I’m giving you 3 months worth. I’m also giving you a pen, and a Ziploc 

bag. [Hand participant the Ziploc bag with their pen, apt card, and diary inside. Make sure you 

give them appropriate diary.] As soon as you get home, put your seizure medication(s) into 

the bag. That way, you will always have your diary, pen, & seizure medication all in the 

same bag. Where do you keep your seizure medication? [record on patient contact 

information sheet] If you will be away from home when it is time to take your medication, 

just take your Ziploc bag with you with everything in it. [If they use weekly pill organizer, 

tell to put Ziploc w/diary on top of pill organizer.] 

Each time you meet with a study staff member, you will need to bring your diary. So be 

sure to bring the Ziploc bag with you, as well as your seizure medications [or weekly pill 

organizer].  

Do you have any final questions about the diary? 

Don’t worry about marking the diary for today. Please begin marking your diary 

tomorrow. 

We’ll be giving you a call in a few days, just to see if you have any problems or questions 

about the diary. But I do have a couple more things to go over before we end. 



Medication Adherence in Patients with Epilepsy   54 

 

Appendix B: Study Staff Protocol and Bullet Points for Diary 

Weekly View Protocol: 

The diary is very easy to use.  

There are four weeks labeled Week 1-4 on your calendar. I am writing the dates under the 

week number with Monday corresponding to the first day of that week. [Mark dates for 3 

sheets, beginning with current week.] 

 [For Once a Day Patients]: After you take your medication, simply place a check in the box 

for  that day. [make a check] If you have a seizure that day, make a tally mark in the ‘SZ’ 

box, like this [make tally].  If you have more than one seizure that day, add a mark for each 

seizure, and make the mark as soon as you can.  Do you have any questions? 

[For Twice a Day Patients]: Right after you take your morning dose, place a check mark in 

the box with the sun [make a check]; right after you take your evening dose, place a check 

mark in the box with the moon [make a check].  If you miss a dose, do not place a check in 

that box. For example, if you miss your morning dose but take your evening dose, you 

should only have a check mark in the evening box [Erase check under sun]. If you have a 

seizure that day, make a tally mark in the ‘SZ’ box, like this [make tally].  If you have more 

than one seizure that day, add a mark for each seizure, and make the mark as soon as you 

can.  Do you have any questions?  

Just so I know that my instructions were clear, let’s try an example.  [Hand patient diary 

beginning on April 2] 

For Once Daily: Suppose it is Monday, April 2nd, and you took your daily dose, and you did 

not have any seizures that day. Show me how you would mark that on the diary. [If correct, 

say “Great!” If incorrect, show correction and keep giving examples until participant 

understands the diary.] 

For Twice Daily:  Suppose it is Monday, April 2nd, and you took your morning and evening 

doses, and you did not have any seizures that day. Show me how you would mark that on 

the diary. [If correct, say “Great!” If incorrect, show correction and keep giving examples until 

participant understands the diary.] 

Ok let’s try another example. 

For once daily:  Suppose it is Tuesday, April 3
rd

. You missed your daily dose, and you had 

two seizures that day.  Show me how you would mark that. [If correct, say “Great!” If 

incorrect, show correction and keep giving examples until participant understands the dairy. 

Don’t insist that they tally  2 seizures if they insist that they never have more than one per day.] 

For twice daily: Suppose it is Tuesday, April 3
rd

. You missed your morning dose, but took 

your evening dose, and you had two seizures that day. Show me how you would mark that. 
[If correct, say “Great!” If incorrect, show correction and keep giving examples until  
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Appendix B: Study Staff Protocol and Bullet Points for Diary 

participant understands the diary. Don’t insist that they tally 2 seizures if they insist that they 

never have more than one per day.] 

[Say to all participants:]   

[Memorize first paragraph below] 

Remember, please don’t feel bad if you forget to take your seizure medication. What is 

important is that you are honest and make the diary as accurate as possible. To make it 

accurate, it is important that you mark it in your diary at the same time that you take your 

seizure medication. If you forget to mark your diary at the time you took your medication, 

do not go back and fill it in later. The only thing you will have to go back and fill in later is 

if you have a seizure.   

Here is your diary. I’m giving you 3 months worth. I’m also giving you a pen, and a Ziploc 

bag. [Hand participant the Ziploc bag with their pen, apt card, and diary inside. Make sure you 

give them appropriate diary.] As soon as you get home, put your seizure medication(s) into 

the bag. That way, you will always have your diary, pen, & seizure medication all in the 

same bag. Where do you keep your seizure medication? [record on patient contact 

information sheet] If you will be away from home when it is time to take your medication, 

just take your Ziploc bag with you with everything in it.  

Each time you meet with a study staff member, you will need to bring your diary. So be 

sure to bring the Ziploc bag with you.  

Do you have any final questions about the diary? 

Don’t worry about marking the diary for today. Please begin marking your diary 

tomorrow. 

We’ll be giving you a call in a few days, just to see if you have any problems or questions 

about the diary. But I do have a couple more things to go over before we end. 
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Main points for administering diary 

 [Make sure you have a pencil. Memorize paragraph] I am going to give you a diary to keep 

track of when you take your seizure medication. The purpose of the diary is to determine 

exactly how often you take your medication, and when you have seizures. That way, we can 

see if the procedures that we will give you to use later on are helping you. You should not 

feel bad or embarrassed if you forget to take your seizure medication. What is important is 

that you are honest and make the diary as accurate as possible. 

 

� Ask how often and when they take seizure medication 

� Give a choice of weekly or monthly diaries and indicate choice on patient contact form 

� Ask how many seizure medications they take each time they take medication.   

� If patient wrong, correct them by giving names & numbers; record numbers on diary 

� If patient chose weekly view diary, fill in dates for 3 sheets. 

� Explain how to check off doses and how to tally seizures 

� Do 2 examples. A simple (took all meds, no seizures) &  complex (missed dose, 2 SZ)  

� [memorize paragraph], Remember, please don’t feel bad if you forget to take your 

seizure medication. What is important is that you are honest and make the diary as 

accurate as possible. To make it accurate, it is important that you mark it in your 

diary at the same time that you take your seizure medication. If you forget to mark 

your diary at the time you took your medication, do not go back and fill it in later. 

The only thing you will have to go back and fill in later is if you have a seizure.   

� Put following in Ziploc and describe what you are doing: 
a) 3 month diaries 
b) Pen 
c) Card w/ appointment (if haven’t already) 
d) Ask if they need token for parking  

� Tell them to put all seizure medications in Ziploc when they get home. If use weekly pill 
organizer, tell to put Ziploc with diary on top of pill organizer so remember to record 
diary as soon as take meds  

� Ask where they keep their medications; record location on patient contact info sheet 

� Tell them to take Ziploc bag with everything in it if they take medication while not at 
home  

� Tell them to bring Ziploc with everything in it whenever they meet with us. 
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� Diary starts tomorrow!!!!!!! 

� Questions?? 

� We will call in a few days to see how diary going, BUT we still have a couple more 
things to do before we end for today 
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  Appendix K: Demographic Questionnaire 

 

1. What is your birth date:  Month ______Day_____ Year_______ 

 

2. What is your racial or ethnic identity? 

a. African American 
b. American Indian or Native American 
c. Asian-American 
d. Caucasian 
e. Hispanic 
f. Native Hawaiian or other Pacific Islander 
g. Multi Race/Ethnicity 
h. Other ____________________ 

 

3. What is your current marital status?  

a. Single (never married) 
b. Have partner, but not officially married 
c. Married 
d. Widowed 
e. Divorced 
f. Separated 

 

4. What is your employment status? 

a. Full time work 
b. Part time work 
c. Homemaker 
d. Retired 
e. Retired but working part-time 
f. Unemployed but seeking work 
g. Unemployed and not seeking work 
h. Unemployed with disability status 

 

5. What is your current living situation? 

a. Live alone 
b. Live alone with children who are dependent on you 
c. Live with spouse or partner 
d. Live with spouse or partner and children who are dependent on you 
e. Live with adult children or other family member 
f. Live with non-related person or persons 
g. Other living situation _____________ 
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6. What is the highest grade of school you have completed? 

a. Grade school or less 
b. Some high school 
c. High school degree 
d. Technical or vocational school 
e. Some college or associate (AA) degree 
f. College graduate (Bachelors) 
g. Some graduate studies, but did not complete graduate degree 
h. Masters 
i. Doctoral level degree 

 

7. Do you have any other medical problems besides seizures that you think we should 

know about? 



Medication Adherence in Patients with Epilepsy   68 

 

Appendix L: Modified Version of Satisfaction with Life Scale 

 

For the following questions, please circle [or tell me] how much you agree or disagree with 

that statement.  

     

1. In most ways my life is close to my ideal. 

   1           2                3                              4  5 

strongly agree      agree   neither agree nor disagree    disagree strongly disagree 

 

2. The conditions of my life are excellent. 

        1            2                   3                  4   5 

strongly agree      agree   neither agree nor disagree    disagree strongly disagree 

 

3. I am satisfied with my life. 

        1            2                   3                  4   5 

strongly agree      agree   neither agree nor disagree    disagree strongly disagree 

 

4. So far I have gotten the important things I want in life. 

   1            2                   3                  4   5 

strongly agree      agree   neither agree nor disagree    disagree strongly disagree 

 

If I could live my life over, I would change almost nothing. 

       1                     2                    3                     4   5 

strongly agree      agree   neither agree nor disagree    disagree strongly disagree 

 

 

 



Medication Adherence in Patients with Epilepsy   69 

 

Appendix M: Morisky Scale of Medication Adherence with Interpretation  

 

                                                                                 ID # _____________ 

 

Morisky Scale of Medication Adherence 

For each question, please circle “Yes” or “No.” 

 

1. Do you ever forget to take your seizure medicine?  Yes     No 

 

2. Are you careless at times about taking your seizure medicine?  Yes     No 

 

3. When you feel like your seizures are under control, do you sometimes stop taking your seizure 

medicine?  Yes     No 

 

4. Sometimes if you feel worse when you take your seizure medicine, do you 

     stop taking it?   Yes     No 

 

 

 

Interpretation: 

- Score 1 point for every YES answer 

 0 points = high adherence 

 1-2 points = intermediate adherence 

 3-4 points = low adherence 
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Participant’s Initials:_____ [Instructions for interviewer]:  

1. If at any point, they tell you what they think before you ask specific questions, let them talk as 

much as they want and do your best to record everything they say. When they are done talking, 

ask structured questions below. If they said they already answered that question, tell them that 

you still need to ask the specific questions. 

2.  Circle their answers right on the sheet and write their open-ended answers either on the 

sheet or on a separate sheet of paper. Be sure to bring paper and pen. 

 

Hi ____, I'm ______________. I am a study staff member from the Medication Adherence Study 

at FSU. 

I would like to ask you some questions about this project to help us determine how we can be 

most helpful to you and to future patients. We will NOT share your answers with ANYONE.  So 

please be as open and honest as you can! You will be most helpful to us and to other patients if 

you are honest, even if it means telling us something negative. Okay?  

 

1. First, I have some questions about the weekly phone calls.  

 

A. Were the study staff members that called you polite? Would you say they were VERY polite, 

somewhat polite, or NOT AT ALL polite?  

 

B. Please rate how much you think that the phone calls helped you remember to take your 

medication.  

Would you say they helped you remember to take your medication a LOT, a little bit, or NOT 

AT ALL?  

 

C. Please rate how much you think that the phone calls helped you remember to mark in your 

diary.  

Would you say they helped you remember to mark in your diary a LOT, a little bit, or NOT AT 

ALL? 

 

D. Did you have any problems with either the times of day that you were called, or the frequency 

of the calls?     NO      YES [If yes, ask to explain] 

 

E. Has the same study staff member called you throughout the study, or have different people 

been calling you at different times?     Same     Different 
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Can you recall their names?"  

 

F. What were the reasons why you generally [sometimes] did not answer the phone or return 

messages when we called? Remember, it is important to be honest, even if it means saying 

something negative about the study.[Give plenty of time to answer] 

 

[After each reason he gives, ask:]   

Are there any other reasons why you sometimes didn’t answer the phone or return messages 

when we called? 

 

F. [If doesn’t give clear explanation, or you think her answer was incomplete, give choices]: 

 

I am going to read you some possible reasons why people might not answer the phone or return 

messages when we call. For each one, tell me if that is one of the reasons why you sometimes 

did not answer our phone calls or return our messages.  More than one may be true. 

a. Was it because you were not marking in your diary, so you did not want to talk about the 

diary?  Y     N 

b. Was it because you were not taking your seizure medication, so you did not want to talk 

about that?   Y    N 

c. Was it because you were having  seizures, so you did not want to talk about your seizures.  

Y     N 

d. Was it because you don’t like talking on the phone?   Y     N 

e. Was it because we called you too many times?   Y    N 

f. Was it because there were personal issues that were taking up all your time and making it 

difficult to talk on the phone?  Y   N 

g. Was it because you didn’t want to run out of minutes on your phone? Y    N 

h. Anything else? 

 
2. Now I have some questions about the diary. 
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A. Before our study began, had you ever used a diary to keep track of when you took your 

seizure medication and when you had seizures?   NO      YES  [If yes, ask]  

1) When did you use the diary? 

2) In what way was that diary different from the one we gave you? 

 
B. Please rate how much you think marking in the diary helped you remember to take your 

medication. Would you say that the diary helped you remember to take your medication a LOT, 

a little bit, or NOT AT ALL.  

 

C. Please rate how much of a hassle it is for you to mark the diary we gave you? Would you say 

that having to mark your diary is a BIG hassle, a little bit of a hassle, or NO hassle at all? 

 

D. When you marked your diary, did you ALWAYS mark it at the SAME TIME that you took 

your medication, or did you sometimes mark it later in the day, or on another day?   Always 

Same    Sometimes later 

 

E. [If he has missed some doses, change or omit this question depending on how many doses he 

missed.  For example, if missed only a couple, say “almost always remembered. “  If reported 

missing a lot of doses, don’t ask this question at all.]  

 

Whenever we asked you about your diary, you reported that you always [almost always] 

remembered to take your seizure medication. Was this really accurate, or did you sometimes say 

you took your seizure medication when you really didn't? Please be honest. 

    Accurate       Sometimes didn’t take 

 

F. Did you always keep the diary with your medication, or did you keep them in separate places? 

  diary with meds     separate  [If separate, ask where each is kept.] 

 

G. Do you put your diary, all your medication containers, [and your weekly pill organizer] in the 

Ziploc bag?  

 Yes    No 

H. How likely are you to continue using the diary in the future after the study is over-- either to 

record when you take your medication or to record your seizures? Would you say you are VERY 

likely, somewhat likely, or NOT at ALL likely to continue using the diary?  
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3. Now, I have some questions about the Didit. 

A. How well did the Didits we gave you fit onto your medication container? Would you say that 

the Didits fit onto your medication container VERY well, somewhat, or NOT AT ALL. 

 

B. Please rate how much you thought that the Didits helped you remember to take your 

medication. Would you say that the Didits helped you remember to take your medication a LOT, 

a little bit, or NOT AT ALL? 

 

C. Please rate how much you thought that the Didits helped you remember to mark in your diary. 

Would you say that the Didits helped you remember to mark in your diary a LOT, a little bit, or 

NOT AT ALL? 

D. Please rate how much fun it is to use the Didits. Would you say that the Didits are a LOT of 

fun, a little bit, or NOT AT ALL fun to use. 

E. Sometimes, people use their Didits in different ways. Why don’t you show me how you use 

your Didits. [Record exactly  what he does.] 

 

[If he doesn’t tell you about pulling up the tabs at the end of the week, ask “Show me what you 

do at the end of each week.”] 

[If he doesn’t mention checking the Didit against the diary, ask “Do you compare what the 

Didits show with what you wrote in your diary?”] 

 

4. Now I have some questions about the picture reminder that we gave you.  

A. Where do you keep your picture reminder? 

_______________________________________________ 

 

B. Can you describe your picture reminder so I know what it looks like? [Record description]  

 

C. Has anyone else seen your picture reminder besides you and ______ ? (insert who lives 

w/patient)   Yes      No  
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[If yes, ask “Who?” Keep asking “Anyone else?” until she/he says “no.”] 

D. Please rate how much you think that the picture helps you remember to take your medication. 

Would you say the picture helps you remember to take your medication a LOT, a little bit, or 

NOT AT ALL? 

 

E. Please rate how much you think that the picture helps you remember to mark in your diary. 

Would you say the picture helps you remember to mark in your diary a LOT, a little bit, or NOT 

AT ALL? 

F. [If patient answers NOT AT ALL to A & B, ask:] What would make the picture reminder more 

helpful? 

 

G. When the study staff member made your picture reminder, she gave you some colored dots 

that looked like the colored dots on your picture reminder.   Did you stick the dots onto 

something?   Yes     No 

 

[If “yes,” but doesn’t say what they stuck them on, ask “What did you stick the dots onto?] 

 

5. Now, I would like you to think back to when you first signed up for this study. Do you think 

that having Dr. Ayala encourage you to sign up for this study motivated you to take your seizure 

medication more regularly, or do you think it had no effect on how regularly you take your 

medication? 

YES, it helped       N0, it had no effect 

6. Now I have some questions about the help you get from others regarding your seizure 

medications. 

A. Do you have a family member or friend that helps you remember to take your seizure 

medication? 

   Yes, family member  (clarify who)          Yes, friend                  No 

  [If yes but don’t explain, ask “What do they do to help you remember to take your seizure 

medication?] 
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B. Do you have a family member or friend that helps you remember to mark in your diary? 

   Yes, family member  (clarify who)          Yes, friend                  No 

[If yes but don’t explain, ask “What do they do to help you remember to mark in your diary?] 

7. Now I have some questions about your weekly pill organizer. 

A. On what day do you fill up your pill organizer?     Mon   Tues   Wed   Thurs   Fri    Sat    Sun 

B. Do you always fill it up on the same day? 

C. Do you have a family member or friend that helps you fill up your pill organizer? 

Yes, family member  (clarify who)          Yes, friend                  No 

D. Please rate how much you think that your weekly pill organizer helps you remember to take 

your medication. Would you say the pill organizer helps you remember to take your medication a 

LOT, a little bit, or NOT AT ALL? 

8.  Of all the things being done to help you remember to take your medication, I would like to 

know which one helps you the most?  Would you say it is: [show list on last page of interview as 

you read, and only include items that are relevant based on prior knowledge and what patient 

said earlier in interview] 

 

a. The phone calls we make to you 

b. Meeting with you in person, like we are doing now 

c. The picture reminder 

d. The Didit 

e.  The diary 

f.  The help you get from family/friends 

g. Your weekly pill organizer 

h. Having Dr. Ayala tell you to sign up for this study. 

 [After she/he picks, do the following in order: ] 

A. Mark their choice below 

B. Cross it out on patient’s copy and show him/her as you cross it out. 

C. Say “Of the remaining things, which one helps you remember to take your medication the 

most? “ 

D. Repeat process above until you get full ranking. 
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1st  

2nd 

3rd 

4th 

5th 

6th  

7th  

8th [by default] 

 

9. Is there anything else about this project that you want to comment on or ask about? [Feel 

comfortable with silence and looking at them. Record everything they say.] 

 

 

 10. Those are all my questions. I will discuss your answers with my supervisor so we can 

determine how we can be of help to you in the future.  
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Phone calls  

Meeting in person 

Picture Reminder  

Didit 

Diary 

Help from family or friends 

Weekly pill organizer 

Dr. Ayala asking you to sign up 
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Informed Consent to Participate in Research 

 

You are being asked to participate in a research study. This form provides you with information 

about the study. In addition, one of the people in charge of this study, or a study staff member, 

will describe this study to you and answer all of your questions. Read the information below and 

ask questions about anything you do not understand before deciding whether to participate. Your 

participation is entirely voluntary and you can refuse to participate without penalty or loss of 

benefits to which you are otherwise entitled.  

 

TITLE OF RESEARCH STUDY: 

Improving Adherence to Prescribed Medication in Patients with Seizures 

 

WHO IS IN CHARGE OF THIS STUDY? 

Barbara G. Licht, Ph.D.  

Department of Psychology 

Florida State University 

Tallahassee, FL 32306 

Phone: (850) 644-6272 

Email: blicht@psy.fsu.edu 

 

Ricardo Ayala, M.D. 

Tallahassee Neurological Clinic 

1401 Centerville Road, Suite 300 

Tallahassee, FL 32308 

Phone: (850) 878-8121 
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WHAT IS THE PURPOSE OF THIS STUDY? 

 

In order for seizure medication to work, it is necessary for patients to take it regularly and not 

miss any doses. However, it is very common for patients to miss some doses or take them at the 

wrong times. When this happens, patients are likely to have more seizures. The purpose of this 

study is to determine if some simple procedures, described below, can help patients take their 

medications more regularly. Your neurologist has recommended that you participate.  

 

WILL IT COST ME ANYTHING TO BE IN THIS STUDY? 

 

While you are in the study, you, or your health care payer will still have to pay for the costs of 

your regular medical care, including your seizure medication and your normal visits to your 

neurologist. However, you do not have to pay for anything that is part of this study, including 

materials or meetings with study staff members.  

 

 

WHAT WILL HAPPEN DURING THIS STUDY? 

 

A. Three (3) procedures will be done in order to help you take your seizure medication 
more regularly. These procedures will be spread out over time. The three procedures 
are: reminder calls, picture reminders, and a Didit. A description of each is provided 
below. 
  

1. Reminder calls. A study staff member will call you roughly once per week to 
find out if you are having any problems with your seizure medication.  If you are 
having any problems, we will help you figure out ways to overcome them. Most 
of the time, these calls will be very short, no more than a few minutes. Of course 
if you are having any trouble with taking your medications, we will want to take 
time to address that. 
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2. Picture reminders. When you meet with a study staff member, he or she will 
help you figure out the times of day that work best for you to take your seizure 
medication. It is helpful if you can associate taking your medication with an 
activity such as eating a meal, brushing your teeth, or whatever fits your schedule. 
After you decide on the best activities to associate with taking your medication, 
the study staff member will give you a picture that illustrates those activities. You 
can put the picture somewhere you will notice it--on your refrigerator, a counter, 
by a mirror, or a door. Seeing the picture should help you remember to take your 
medication.  

 
3. Didit. Didit is a small plastic device that you attach to the outside of your 

medication container. It helps you keep track of when you take each pill. The 
device has a tab for each day of the week. Each time you take a pill, you push 
down the appropriate tab to show that you took that dose. When you meet with a 
study staff member, he or she will give you one to keep and explain how to use it 
and how it will help you.  

 
 

To find out if these three procedures are helping you, you will be given a simple diary.    

For the diary, all you have to do is make a check mark each time you take your medication. You 

will also mark in the diary if you had any seizures that day. You will be asked to use the diary for 

one month before starting any of the three procedures described above. This information will be 

used to compare how regularly you took your medication before and after beginning the 

procedures.  

  

The study staff member who will work with you will be an advanced undergraduate student from 

Florida State University who is supervised by Professor Barbara Licht. Also, there may be a 

different staff member that will work with you at different times. 

 

HOW LONG WILL THIS STUDY LAST?  

 

We expect that the study will take approximately six (6) months. During the first month, all you 

will do is make check marks in the diary and answer some questions about your medication. 

Then, a study staff member will work with you for the remaining months using the phone calls,  
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picture reminders, and Didit. Finally, six (6) months after you complete the study, a study staff 

member will call you to follow up and ask some questions to see if the procedures are still 

helping you at that time.  

  

HOW OFTEN WILL STUDY VISITS OCCUR? 

Study visits will occur approximately once per month, and they will be held at your neurologist’s 

office. Some study visits may occur on the same day that you would normally visit your 

neurologist, and some may occur at other times. All visits will be scheduled at a time that is 

convenient for you. 

 

WHAT ELSE IS INVOLVED IN THIS STUDY? 

The only other thing you will be asked to do is answer some general questions about your health 

and well-being and what you think about your seizure medications. Also, you will be asked a few 

background questions, such as your age, marital status, and if you work. 

 

WHAT ARE THE POSSIBLE DISCOMFORTS AND RISKS? 

 

A. All medications can have side effects. Thus, it is possible that if you take your seizure 
medication more regularly than you currently do, you might experience more side effects. 
You should talk with your neurologist about the side effects that are possible with the 
seizure medication(s) that he prescribed for you, and you should tell him immediately if 
you experience any side effects. You should do this even if you decide not to participate 
in this study.  
 

B. A small number of people taking seizure medication have had thoughts of harming or 
killing themselves. If you have these thoughts at any time, immediately contact your 
neurologist. Again, you should do this even if you decide not to participate in this study. 
 

C. It is possible that if you take your seizure medication(s) more regularly than you currently 
do, it might interfere with how other medications you are taking will work. Thus, it is 
important to tell all your doctors about all medications, vitamins, and supplements you 
are taking. This is something you should do even if you decide not to participate in this 
study.  
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WHAT IF I GET HURT OR SICK DURING THIS STUDY? 

During this study you will be taking the same medication that your neurologist prescribed for 

you. If you get hurt or sick, you will be treated in the same way as if you were not in this study.  

 

You must tell your neurologist immediately if you get hurt or sick.  Talk with your neurologist if 

you have any questions about what kind of medical care they can give you.   

   

By signing this form, you have not waived any of the legal rights you would otherwise have. 

 

WILL BEING IN THIS STUDY HELP ME? 

There is no guarantee that you will be helped by this study. However, if this study helps you take 

your seizure medication more regularly than you currently do, this is likely to improve the 

control you have over your seizures. Getting better control over your seizures might improve 

your quality of life and may lower the chances of injuries, emergency room visits, and 

hospitalizations. Additionally, what is learned from you during this study may enable us to help 

other patients to take their medications more regularly and get better control over their seizures.  

 

WILL I GET PAID? 

You will not get paid for being in this study. However, you will be able to keep the diary, picture 

reminders, and Didit that will be given to you during the study.   

 

DO I HAVE TO BE IN THIS STUDY? 

Participation in this study is voluntary. If you decide not to be in the study, there will be no 

penalty to you, and you will not lose any benefits, except for the benefits that you might gain by 

being in the study. Your regular medical care from your doctors will not change regardless of 

what you decide.  
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CAN I WITHDRAW FROM THIS STUDY? 

 

You can withdraw from this study after you begin. If you wish to stop participating for any 

reason, please contact Professor Licht by phone (850-644-6272) or email (blicht@psy.fsu.edu), 

whichever you prefer. 

 

WHO CAN I TALK TO ABOUT THIS STUDY? 

 

You should feel comfortable asking questions or making comments about this study at any time. 

You may contact either Professor Barbara Licht, your neurologist, or a study staff member. In 

addition, if you have questions about your rights as a research participant, you may call the 

Florida State University Institutional Review Board (IRB) office at 850-644-8673. 

 

HOW WILL INFORMATION ABOUT ME FROM THIS STUDY BE USED? 

The study staff, including your neurologist, and the Institutional Review Board of Florida State 

University will have the legal right to review your research records, and they will protect your 

identity to the extent permitted by law. Your neurologist may feel that some of the information 

collected during this study would be useful to include in your medical records. If this is the case, 

that information will be treated like all other information in your medical records. 

 

If the results of this study are published or presented at scientific meetings, your name will not be 

disclosed.   

WILL THE RESEARCHERS BENEFIT FROM YOUR PARTICIPATION IN THIS 

STUDY (BEYOND PUBLISHING OR PRESENTING THE RESULTS)?  

 

The researchers will not benefit personally or financially from your participation. 

 



Medication Adherence in Patients with Epilepsy   84 

 

Appendix O: Participant Informed Consent Version One 

 

MEDICATION ADHERENCE STUDY CONSENT FORM 

I have read this form, and I have been able to ask questions about the information in this consent 

form. The neurologist or other study staff have explained this information and answered all of 

my questions. I voluntarily agree to take part in this study.  

By signing this form, I have not given up any of my legal rights. I will get a signed copy of this 

consent form for my records. 

 

______________________________________________ 

Printed Name of Participant 

 

______________________________________________    _______________         

Signature of Participant                                                                    Date 

 

I give permission for the researchers involved in this study to view my complete medical records. 

I understand that they will protect the confidentiality of my medical records to the extent allowed 

by law. This permission will expire in one year from this date. 

 

______________________________________________   _________________ 

Participant Signature                                                                      Date 

 

 

As a representative of this study, I have explained the purpose, the procedures, the benefits, and 

the risks that are involved in this study.  

______________________________________________    __________________ 

Signature of Person Obtaining Consent                                      Date 
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Informed Consent to Participate in Research 

 

You are being asked to participate in a research study. This form provides you with information 

about the study. In addition, one of the people in charge of this study, or a study staff member, 

will describe this study to you and answer all of your questions. Read the information below and 

ask questions about anything you do not understand before deciding whether to participate. Your 

participation is entirely voluntary and you can refuse to participate without penalty or loss of 

benefits to which you are otherwise entitled.  

 

TITLE OF RESEARCH STUDY: 

Improving Adherence to Prescribed Medication in Patients with Seizures 

 

WHO IS IN CHARGE OF THIS STUDY? 

Barbara G. Licht, Ph.D.  

Department of Psychology 

Florida State University 

Tallahassee, FL 32306 

Phone: (850) 644-6272 

Email: blicht@psy.fsu.edu 

 

Ricardo Ayala, M.D. 

Tallahassee Neurological Clinic 

1401 Centerville Road, Suite 300 

Tallahassee, FL 32308 

Phone: (850) 878-8121 
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WHAT IS THE PURPOSE OF THIS STUDY? 

 

In order for seizure medication to work, it is necessary for patients to take it regularly and not 

miss any doses. However, it is very common for patients to miss some doses or take them at the 

wrong times. When this happens, patients are likely to have more seizures. The purpose of this 

study is to determine if some simple procedures, described below, can help patients take their 

medications more regularly. Your neurologist has recommended that you participate.  

 

WILL IT COST ME ANYTHING TO BE IN THIS STUDY? 

 

While you are in the study, you, or your health care payer will still have to pay for the costs of 

your regular medical care, including your seizure medication and your normal visits to your 

neurologist. However, you do not have to pay for anything that is part of this study, including 

materials or meetings with study staff members.  

 

WHAT WILL HAPPEN DURING THIS STUDY? 

 

B. Three (3) procedures will be done in order to help you take your seizure medication 
more regularly. These procedures will be spread out over time. The three procedures 
are: reminder calls, picture reminders, and a Didit. A description of each is provided 
below. 
  

4. Reminder calls. A study staff member will call you roughly once per week to 
find out if you are having any problems with your seizure medication.  If you are 
having any problems, we will help you figure out ways to overcome them. Most 
of the time, these calls will be very short, no more than a few minutes. Of course 
if you are having any trouble with taking your medications, we will want to take 
time to address that. 
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5. Picture reminders. When you meet with a study staff member, he or she will 
help you figure out the times of day that work best for you to take your seizure 
medication. It is helpful if you can associate taking your medication with an 
activity such as eating a meal, brushing your teeth, or whatever fits your schedule. 
After you decide on the best activities to associate with taking your medication, 
the study staff member will give you a picture that illustrates those activities. You 
can put the picture somewhere you will notice it--on your refrigerator, a counter, 
by a mirror, or a door. Seeing the picture should help you remember to take your 
medication.  

 
6. Didit. Didit is a small plastic device that you attach to the outside of your 

medication container. It helps you keep track of when you take each pill. The 
device has a tab for each day of the week. Each time you take a pill, you push 
down the appropriate tab to show that you took that dose. When you meet with a 
study staff member, he or she will give you one to keep and explain how to use it 
and how it will help you.  

 
 

To find out if these three procedures are helping you, you will be given a simple diary.    

For the diary, all you have to do is make a check mark each time you take your medication. You 

will also mark in the diary if you had any seizures that day. You will be asked to use the diary for 

six (6) weeks before starting any of the three procedures described above. This information will 

be used to compare how regularly you took your medication before and after beginning the 

procedures.  

  

The study staff member who will work with you will be an advanced undergraduate student from 

Florida State University who is supervised by Professor Barbara Licht. Also, there may be a 

different staff member that will work with you at different times. 
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HOW LONG WILL THIS STUDY LAST?  

We expect that the study will take approximately six (6) months. During the first six (6) weeks, 

all you will do is make check marks in the diary and answer some questions about your 

medication. Then, a study staff member will work with you for the remaining months using the 

phone calls, picture reminders, and Didit. Finally, six (6) months after you complete the study, a 

study staff member will call you to follow up and ask some questions to see if the procedures are 

still helping you at that time.  

  

HOW OFTEN WILL STUDY VISITS OCCUR? 

 

Study visits will occur approximately once every six (6) weeks, and they will be held at your 

neurologist’s office. There will be a total of four (4) study visits, including today’s visit. Some 

study visits may occur on the same day that you would normally visit your neurologist, and some 

may occur at other times. All visits will be scheduled at a time that is convenient for you. 

 

WHAT ELSE IS INVOLVED IN THIS STUDY? 

 

The only other thing you will be asked to do is answer some general questions about your health 

and well-being and what you think about your seizure medications. Also, you will be asked a few 

background questions, such as your age, marital status, and if you work. At the end of the study, 

we will ask you some questions to determine if participating in the study was helpful to you. 

 

WHAT ARE THE POSSIBLE DISCOMFORTS AND RISKS? 

E. All medications can have side effects. Thus, it is possible that if you take your seizure 
medication more regularly than you currently do, you might experience more side effects. 
You should talk with your neurologist about the side effects that are possible with the 
seizure medication(s) that he prescribed for you, and you should tell him immediately if 
you experience any side effects. You should do this even if you decide not to participate 
in this study.  
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F. A small number of people taking seizure medication have had thoughts of harming or 
killing themselves. If you have these thoughts at any time, immediately contact your 
neurologist. Again, you should do this even if you decide not to participate in this study. 
 

G. It is possible that if you take your seizure medication(s) more regularly than you currently 
do, it might interfere with how other medications you are taking will work. Thus, it is 
important to tell all your doctors about all medications, vitamins, and supplements you 
are taking. This is something you should do even if you decide not to participate in this 
study.  

  

WHAT IF I GET HURT OR SICK DURING THIS STUDY? 

 

During this study you will be taking the same medication that your neurologist prescribed for 

you. If you get hurt or sick, you will be treated in the same way as if you were not in this study.  

 

You must tell your neurologist immediately if you get hurt or sick.  Talk with your neurologist if 

you have any questions about what kind of medical care they can give you.   

   

By signing this form, you have not waived any of the legal rights you would otherwise have. 

 

WILL BEING IN THIS STUDY HELP ME? 

 

There is no guarantee that you will be helped by this study. However, if this study helps you take 

your seizure medication more regularly than you currently do, this is likely to improve the 

control you have over your seizures. Getting better control over your seizures might improve 

your quality of life and may lower the chances of injuries, emergency room visits, and 

hospitalizations. Additionally, what is learned from you during this study may enable us to help 

other patients to take their medications more regularly and get better control over their seizures.  
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WILL I GET PAID? 

When you come back for your next two study visits, we will pay you $5.00 each time to 

reimburse you for your time and effort. When you come for your fourth and final study visit, we 

will give you an additional $20. Also, if you use the parking structure when you come for your 

study visits, we will give you a token to pay for parking. You also will be able to keep the diary, 

picture reminders, and Didit that will be given to you during the study.   

 

DO I HAVE TO BE IN THIS STUDY? 

 

Participation in this study is voluntary. If you decide not to be in the study, there will be no 

penalty to you, and you will not lose any benefits, except for the benefits that you might gain by 

being in the study. Your regular medical care from your doctors will not change regardless of 

what you decide.  

 

CAN I WITHDRAW FROM THIS STUDY? 

 

You can withdraw from this study after you begin. If you wish to stop participating for any 

reason, please contact Professor Licht by phone (850-644-6272) or email (blicht@psy.fsu.edu), 

whichever you prefer. 

 

WHO CAN I TALK TO ABOUT THIS STUDY? 

 

You should feel comfortable asking questions or making comments about this study at any time. 

You may contact either Professor Barbara Licht, your neurologist, or a study staff member. In 

addition, if you have questions about your rights as a research participant, you may call the 

Florida State University Institutional Review Board (IRB) office at 850-644-8673. 
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HOW WILL INFORMATION ABOUT ME FROM THIS STUDY BE USED? 

 

The study staff, including your neurologist, and the Institutional Review Board of Florida State 

University will have the legal right to review your research records, and they will protect your 

identity to the extent permitted by law. Your neurologist may feel that some of the information 

collected during this study would be useful to include in your medical records. If this is the case, 

that information will be treated like all other information in your medical records. 

 

If the results of this study are published or presented at scientific meetings, your name will not be 

disclosed. 

   

WILL THE RESEARCHERS BENEFIT FROM YOUR PARTICIPATION IN THIS 

STUDY (BEYOND PUBLISHING OR PRESENTING THE RESULTS)?  

 

The researchers will not benefit personally or financially from your participation. 
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MEDICATION ADHERENCE STUDY CONSENT FORM 

I have read this form, and I have been able to ask questions about the information in this consent 

form. The neurologist or other study staff have explained this information and answered all of 

my questions. I voluntarily agree to take part in this study.  

By signing this form, I have not given up any of my legal rights. I will get a signed copy of this 

consent form for my records. 

 

______________________________________________ 

Printed Name of Participant 

 

______________________________________________    _______________         

Signature of Participant                                                                    Date 

 

I give permission for the researchers involved in this study to view my complete medical records. 

I understand that they will protect the confidentiality of my medical records to the extent allowed 

by law. This permission will expire in one year from this date. 

 

______________________________________________   _________________ 

Participant Signature                                                                      Date 

 

As a representative of this study, I have explained the purpose, the procedures, the benefits, and 

the risks that are involved in this study.  

 

______________________________________________    __________________ 

Signature of Person Obtaining Consent                                      Date 
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Study Staff Member Version of Informed Consent to Participate in Research 

[To build rapport & get patient’s attention, it is important that you memorize the introductory 

paragraph, & bold sections word-for-word. Have patient sit across from you, if possible.] 

Hi, my name is ________________.  I am one of the study staff members in the medication 

adherence study, and I’m going to explain what is involved in this study. First, I’m just 

going to give you an overview of the kinds of things we will do to help you take your seizure 

medications more regularly. Feel free to stop me with questions at any time. 

 

7. Didit [show & explain].   

� Small plastic device 

� Adheres to medication container 

� Tab for each day of the week, push down appropriate tab to show dose 
was taken      

8. Picture reminders [show & exlain].  

� Figure out times of day that work best for you to take seizure meds 

� Associate taking medication with an activity, i.e., eating a meal, brushing 
your teeth, or whatever fits your schedule. 

� Will be given a picture that illustrates those activities 

� Place in a visible location i.e., refrigerator, a counter, by a mirror, or a 
door. 

� Seeing the picture should help you remember to take your medication. 
9. Reminder calls.  

� Study staff member will call you roughly once per week 

�  If you are having any problems, we will help you figure out ways to 
overcome them 

� Typically calls will be very short, no more than a few minutes. 

� If you are having any trouble with taking your medications, we will want 
to take time to address that. 

10. Importantly, we will find out if these three procedures are helping you by giving you a 

simple diary.  [show & explain] 

� Check mark each time you take your medication 

� Tally marks if you had any seizures that day 

� Use the diary for one month before we start any of the above procedures  

� Compare how regularly you took your medication before and after we 
begin the procedures I just described. 
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11. Now, I am going to go over the consent form. There are a lot of things that I am 

required to say. So just to make sure that I don’t miss anything, I am going to be 

reading most of it. But please feel free to stop me at any time to ask questions.  [Once we 

know how long it takes, we can give an estimated time, but not initially.] 

 

 

 

1. There are two people in charge of this study. One is Professor Barbara Licht, who is the 

primary researcher. She is a professor at Florida State University and she is studying 

epilepsy. The other person is your neurologist, Dr. Ayala. 

 

2. You probably want to know if it will cost you anything to be in this study.   

While you are in the study, you, or your health care payer will still have to pay for the costs 

of your regular medical care, including your seizure medication and your normal visits to 

your neurologist. However, you do not have to pay for anything that is part of this study, 

including materials or meetings with study staff members. 

 

3. The study staff member who will work with you will be an advanced undergraduate student 
from Florida State University who is supervised by Professor Barbara Licht. Also, there may 
be a different staff member that will work with you at different times.  

 

4. We expect that the study will take approximately six (6) months.  
 

During the first month, all you will do is make check marks in the diary and answer some 

questions about your medication. Then, a study staff member will work with you for the 

remaining months using the phone calls, picture reminders, and Didit. Finally, six (6) months 

after you complete the study, a study staff member will call you to follow up and ask some 

questions to see if the procedures are still helping you at that time.  
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5. You may want to know how often study visits will occur.   

 

Study visits will occur approximately once per month, and they will be held here at your 

neurologist’s office. Some study visits may occur on the same day that you would normally visit 

your neurologist, and some may occur at other times. All visits will be scheduled at a time that is 

convenient for you. 

 

6. In addition to the procedures I already described, the only other things we will ask you 

to do are answer some general questions about your health and well being and what you 

think about your seizure medications. We also will ask you a few background questions, 

such as your age, marital status, and if you work. 
 

7. It is important that all participants understand each of the possible benefits and risks of 

this study. I am going to go through each of them one at a time. To make sure that my 

explanation is clear, I will ask you to tell me in your own words what each one means. I 

will begin with the possible discomforts and risks.  
 

H. All medications can have side effects. Thus, it is possible that if you take your seizure 
medication more regularly than you currently do, you might experience more side effects. 
You should talk with your neurologist about the side effects that are possible with the 
seizure medication(s) that he prescribed for you, and you should tell him immediately if 
you experience any side effects. You should do this even if you decide not to participate 
in this study.  

 

Just so I know that my explanation is clear, can you tell me in your own words what this 

means?[If you are not 100% sure they understand say, “Let me reread this, because this is 

important.”] 

 

I. A small number of people taking seizure medication have had thoughts of harming or 
killing themselves. If you have these thoughts at any time, immediately contact your 
neurologist. Again, you should do this even if you decide not to participate in this study. 

 

Can you tell me in your own words what this means? [If you are not 100% sure they 

understand say, “Let me reread this, because this is important.”] 
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J. It is possible that if you take your seizure medication(s) more regularly than you currently 
do, it might interfere with how other medications you are taking will work. Thus, it is 
important to tell all your doctors about all medications, vitamins, and supplements you 
are taking. This is something you should do even if you decide not to participate in this 
study.  

 

Again, can you tell me in your own words what this means? 

 [If needed, go through paragraph(s) again, if you are not certain that he/she understands] 

 

8. Let’s discuss what would happen if you get hurt or sick during this study.  
 

During this study you will be taking the same medication that your neurologist prescribed for 

you. If you get hurt or sick, you will be treated in the same way as if you were not in this study.  

 

You must tell your neurologist immediately if you get hurt or sick.  Talk with your neurologist if 

you have any questions about what kind of medical care they can give you.   

 

By signing this form, you have not waived any of the legal rights you would otherwise have. 

 

Just so I know that my explanation is clear, if you get hurt or sick as a result of taking your 

seizure medication more regularly, will you be treated any differently than if you weren’t 

in this study? [The answer is “no.”] 

 

9. Now let’s talk about how this study might help you.  
 

We cannot guarantee that you will be helped by this study. However, if this study helps you take 

your seizure medication more regularly than you currently do, this is likely to improve the 

control you have over your seizures. Getting better control over your seizures might improve  



Medication Adherence in Patients with Epilepsy   97 

 

Appendix Q: Study Staff Member Informed Consent Version One 

 

your quality of life and may lower the chances of injuries, emergency room visits, and 

hospitalizations. Additionally, what we learn from you during this study may enable us to help 

other patients to take their medications more regularly and get better control over their seizures.  

 

10. You will not get paid for being in this study. However, you will be able to keep the diary, 
picture reminders, and Didit that will be given to you during the study.   
 

11. You may wonder if you have to be in this study.  
 

Participation in this study is voluntary. If you decide not to be in the study, there will be no 

penalty to you, and you will not lose any benefits, except for the benefits that you might gain by 

being in the study. Your regular medical care from your doctors will not change regardless of 

what you decide.  

 

 

12. You should know that you can withdraw from this study after you begin.  
 

If you wish to stop participating for any reason, please contact Professor Licht. Her contact 

information is on the front of the consent form, which I will give you. 

  

 

13. We want you to feel comfortable asking questions or making comments about this study 

at any time.  
 

You may contact either Professor Barbara Licht, your neurologist, or a study staff member. In 

addition, if you have questions about your rights as a research participant, you may call the 

Florida State University Institutional Review Board. Their phone number is on the consent form. 
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14. Let me explain how your information from this study will be used? 
 

The study staff, including your neurologist, and the Institutional Review Board of Florida State 

University will have the legal right to review your research records, and they will protect your 

identity to the extent permitted by law. Your neurologist may feel that some of the information 

collected during this study would be useful to include in your medical records. If this is the case, 

that information will be treated like all other information in your medical records. 

 

If the results of this study are published or presented at scientific meetings, your name will not be 

disclosed. 

 

15. Finally, we want you to know that the researchers will not benefit personally or 

financially from your participation. 

 

 

16. Do you have any final questions you would like to ask me? 

 

 

17. Would you like to think about this study more before you decide to participate, or are 

you ready to make a decision now? 

 

[If they are ready to sign the consent form, open to signature page, give pen, and say:] 

 

Okay great, please read each section carefully and sign separately on each line. 

[Make big “X” next to both places patient needs to sign.] Let me know if you want me 

to explain anything further.  

 

 [Check to be sure they sign separately to allow us to view their medical records.] 
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 [After signed, 

    1) Give them photocopy of signed consent form. 

   2) Complete Patient Contact Information Sheet & set next apt(s).] 

 

[If they decide not to participate, say:]  

 

I understand. Thank you very much for your time. 

 

[If they want more time to think, say:] 

 

Can I have your phone number, and a convenient time to call you next week to find 

out what you decided? [Record this information on patient contact info sheet.] You can 

take the consent form with you [hand them], and you should feel free to contact 

Professor Licht for more information. Her contact information is on the front of the 

consent form and on her business card. [hand them card]. 

 

[If they want more time to think, but say “no” to giving phone number or email, say:]  

Once you have decided, please contact Professor Licht to let her know, regardless of 

your decision. You can take the consent form with you [hand it to them], and you 

should feel free to contact Professor Licht for more information. Her contact 

information is on the front of the consent form and on her business card. [hand them 

card.] 
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Study Staff Member Version of Informed Consent to Participate in Research 

[To build rapport & get patient’s attention, it is important that you memorize the introductory 

paragraph, & bold sections word-for-word. Have patient sit across from you, if possible.] 

Hi, my name is ________________.  I am one of the study staff members in the medication 

adherence study, and I’m going to explain what is involved in this study. First, I’m just 

going to give you an overview of the kinds of things we will do to help you take your seizure 

medications more regularly. Feel free to stop me with questions at any time. 

12. Didit [show & explain].   

� Small plastic device 

� Adheres to medication container 

� Tab for each day of the week, push down appropriate tab to show dose 
was taken      

13. Picture reminders [show & explain].  

� Figure out times of day that work best for you to take seizure meds 

� Associate taking medication with an activity, i.e., eating a meal, brushing 
your teeth, or whatever fits your schedule. 

� Will be given a picture that illustrates those activities 

� Place in a visible location i.e., refrigerator, a counter, by a mirror, or a 
door. 

� Seeing the picture should help you remember to take your medication. 
14. Reminder calls.  

� Study staff member will call you roughly once per week 

�  If you are having any problems, we will help you figure out ways to 
overcome them 

� Typically calls will be very short, no more than a few minutes. 

� If you are having any trouble with taking your medications, we will want 
to take time to address that. 

15. Importantly, we will find out if these three procedures are helping you by giving you a 

simple diary.  [show & explain] 

� Check mark each time you take your medication 

� Tally marks if you had any seizures that day 

� Use the diary for one month before we start any of the above procedures  

� Compare how regularly you took your medication before and after we 
begin the procedures I just described. 

16. Now, I am going to go over the consent form. There are a lot of things that I am 

required to say. So just to make sure that I don’t miss anything, I am going to be 

reading most of it. But please feel free to stop me at any time to ask questions.  [Once we 

know how long it takes, we can give an estimated time, but not initially.] 
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1. There are two people in charge of this study. One is Professor Barbara Licht, who is the 

primary researcher. She is a professor at Florida State University and she is studying 

epilepsy. The other person is your neurologist, Dr. Ayala. 

 

2. You probably want to know if it will cost you anything to be in this study.   

 

While you are in the study, you, or your health care payer will still have to pay for the costs 

of your regular medical care, including your seizure medication and your normal visits to 

your neurologist. However, you do not have to pay for anything that is part of this study, 

including materials or meetings with study staff members. 

 

4. The study staff member who will work with you will be an advanced undergraduate student 
from Florida State University who is supervised by Professor Barbara Licht. Also, there may 
be a different staff member that will work with you at different times.  

 

18. We expect that the study will take approximately six (6) months.  
 

During the first six (6) weeks, all you will do is make check marks in the diary and answer some 

questions about your medication. Then, a study staff member will work with you for the 

remaining months using the phone calls, picture reminders, and Didit. Finally, six (6) months 

after you complete the study, a study staff member will call you to follow up and ask some 

questions to see if the procedures are still helping you at that time.  

 

19. You may want to know how often study visits will occur.   

 

Study visits will occur approximately once every six weeks, and they will be held here at your 

neurologist’s office. There will be a total of four (4) study visits, including today’s visit. Some 

study visits may occur on the same day that you would normally visit your neurologist, and some 

may occur at other times. All visits will be scheduled at a time that is convenient for you. 
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20. In addition to the procedures I already described, the only other things we will ask you 

to do are answer some general questions about your health and well being and what you 

think about your seizure medications. We also will ask you a few background questions, 

such as your age, marital status, and if you work. At the end of the study, we will ask 

you some questions to determine if participating in the study was helpful to you. 
 

21. It is important that all participants understand each of the possible benefits and risks of 

this study. I am going to go through each of them one at a time. To make sure that my 

explanation is clear, I will ask you to tell me in your own words what each one means. I 

will begin with the possible discomforts and risks.  
 

K. All medications can have side effects. Thus, it is possible that if you take your seizure 
medication more regularly than you currently do, you might experience more side effects. 
You should talk with your neurologist about the side effects that are possible with the 
seizure medication(s) that he prescribed for you, and you should tell him immediately if 
you experience any side effects. You should do this even if you decide not to participate 
in this study.  

 

Just so I know that my explanation is clear, can you tell me in your own words what this 

means?[If you are not 100% sure they understand say, “Let me reread this, because this is 

important.”] 

 

L. A small number of people taking seizure medication have had thoughts of harming or 
killing themselves. If you have these thoughts at any time, immediately contact your 
neurologist. Again, you should do this even if you decide not to participate in this study. 

 

Can you tell me in your own words what this means? [If you are not 100% sure they 

understand say, “Let me reread this, because this is important.”] 

 

M. It is possible that if you take your seizure medication(s) more regularly than you currently 
do, it might interfere with how other medications you are taking will work. Thus, it is 
important to tell all your doctors about all medications, vitamins, and supplements you 
are taking. This is something you should do even if you decide not to participate in this 
study.  
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Again, can you tell me in your own words what this means? 

 [If needed, go through paragraph(s) again, if you are not certain that he/she understands] 

 

22. Let’s discuss what would happen if you get hurt or sick during this study.  
 

During this study you will be taking the same medication that your neurologist prescribed for 

you. If you get hurt or sick, you will be treated in the same way as if you were not in this study.  

 

You must tell your neurologist immediately if you get hurt or sick.  Talk with your neurologist if 

you have any questions about what kind of medical care they can give you.   

 

By signing this form, you have not waived any of the legal rights you would otherwise have. 

 

Just so I know that my explanation is clear, if you get hurt or sick as a result of taking your 

seizure medication more regularly, will you be treated any differently than if you weren’t 

in this study? [The answer is “no.”] 

 

23. Now let’s talk about how this study might help you.  
 

We cannot guarantee that you will be helped by this study. However, if this study helps you take 

your seizure medication more regularly than you currently do, this is likely to improve the 

control you have over your seizures. Getting better control over your seizures might improve 

your quality of life and may lower the chances of injuries, emergency room visits, and 

hospitalizations. Additionally, what we learn from you during this study may enable us to help 

other patients to take their medications more regularly and get better control over their seizures.  
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24. You may wonder if you will get paid for being in this study. When you come back for 
your next two study visits, we will pay you $5.00 each time to reimburse you for your time 
and effort. When you come for your fourth and final study visit, we will give you an 
additional $20. Also, if you use the parking structure when you come for your study visits, 
we will give you a token to pay for parking. You also will be able to keep the diary, picture 
reminders, and Didit that will be given to you during the study.   
 

25. You may wonder if you have to be in this study.  
 

Participation in this study is voluntary. If you decide not to be in the study, there will be no 

penalty to you, and you will not lose any benefits, except for the benefits that you might gain by 

being in the study. Your regular medical care from your doctors will not change regardless of 

what you decide.  

 

26. You should know that you can withdraw from this study after you begin.  
 

If you wish to stop participating for any reason, please contact Professor Licht. Her contact 

information is on the front of the consent form, which I will give you. 

  

27. We want you to feel comfortable asking questions or making comments about this study 

at any time.  
 

You may contact either Professor Barbara Licht, your neurologist, or a study staff member. In 

addition, if you have questions about your rights as a research participant, you may call the 

Florida State University Institutional Review Board. Their phone number is on the consent form. 

 

28. Let me explain how your information from this study will be used? 
 

The study staff, including your neurologist, and the Institutional Review Board of Florida State 

University will have the legal right to review your research records, and they will protect your 

identity to the extent permitted by law. Your neurologist may feel that some of the information  
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collected during this study would be useful to include in your medical records. If this is the case, 

that information will be treated like all other information in your medical records. 

If the results of this study are published or presented at scientific meetings, your name will not be 

disclosed. 

 

29. Finally, we want you to know that the researchers will not benefit personally or 

financially from your participation. 

 

30. Do you have any final questions you would like to ask me? 

 

31. Would you like to think about this study more before you decide to participate, or are 

you ready to make a decision now? 

 

[If they are ready to sign the consent form, open to signature page, give pen, and say:] 

 

Okay great, please read each section carefully and sign separately on each line. 

[Make big “X” next to both places patient needs to sign.] Let me know if you want me 

to explain anything further.  

 

 [Check to be sure they sign separately to allow us to view their medical records.] 

 

 [After signed, 

    1) Give them photocopy of signed consent form. 

   2) Complete Patient Contact Information Sheet & set next apt(s).] 

[If they decide not to participate, say:]  

I understand. Thank you very much for your time. 
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[If they want more time to think, say:] 

 

Can I have your phone number, and a convenient time to call you next week to find 

out what you decided? [Record this information on patient contact info sheet.] You can 

take the consent form with you [hand them], and you should feel free to contact 

Professor Licht for more information. Her contact information is on the front of the 

consent form and on her business card. [hand them card]. 

 

 

 

[If they want more time to think, but say “no” to giving phone number or email, say:]  

Once you have decided, please contact Professor Licht to let her know, regardless of 

your decision. You can take the consent form with you [hand it to them], and you 

should feel free to contact Professor Licht for more information. Her contact 

information is on the front of the consent form and on her business card. [hand them 

card.] 
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Didit Protocol: Twice-a-Day 

1. First, may I please see your diary to make a copy of it for our records? [take diary and 

scan it. Save to flash drive in “Patient Records.” In office, print diary for patient folder.] 

2. If you brought your medication containers with you, why don’t you take those out now. 

[wait till they respond] I want to be sure you and I are both clear as to which seizure 

medications you take and when you take them. What is each of your medications and when 

do you take each one? [Verify that they know which medications they take twice daily and, if 

relevant, which they take once daily. If they brought the medications with them, all they need to 

do is show you and you can verify that they brought them all.] 

3. I am going to give you a device called a Didit [hold up yellow Didit] that is going to help 

you keep track of when you take your medication, and also make you more aware of when 

you take your medication.  You should place the Didit on the side of a seizure medication 

container. As you can see, there is a letter for each day of the week. Because you take your 

medication twice a day, I will give you two Didits.  The yellow Didit [hold up] is for your 

morning dose, and the white Didit [pick up to show] is for your evening dose. The number 

“2” on the white Didit is to remind you that the white one is for your second dose of the 

day. [Show the “2”.] 

4.  To put the Didits on your seizure medication container, just pull off the strip on the 

back, and stick the Didit to the side of the container [demonstrate with yellow Didit on 

demonstration container. Why don’t you put on the 2
nd

 Didit.  It is best NOT to stick it on 

paper. So either stick it to the plastic part of the container [point to plastic part not covered 

w/ paper], or put some scotch tape over the paper, like I’m doing with this container.  [Put 

tape across paper over existing tape; you can take it off when done with patient.] 

 [hand patient white Didit & demo container].  

[WE PROBABLY WON’T USE DIDITS FOR WEEKLY PILL ORGANIZERS, BUT IF WE 

DO, YOU MAY NEED TO PROBLEM-SOLVE WHERE TO PUT IT, PARTICULARLY IF 

PEEL OFF SECTIONS FROM ORGANIZER AND PUT IN POCKET.] 

5. Note that the Didit can be easily removed from the container [take off Didit] so you can 

reuse it and stick it to a new container [stick Didit back on]. 

6. [If take multiple meds at same time, say:] I know you take more than one seizure 

medication at the same time. But you should put both Didits on the same medication  
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container. Is there is one seizure medication that you usually take last? [If they name one, 

say:] Then put both Didits on that container. [If brought containers, give them their 2 Didits 

and say:] Why don’t you do that right now. [If can’t name any, tell them to just pick one or 

you pick, but DON’T LET THEM USE MEDICATION THAT THEY ONLY TAKE ONCE DAILY] 

7. Each time you take your seizure medication(s), you push down the letter for that day 

until you hear it click. Why don’t you try it just to see what it feels like when it clicks?  

[Hand them practice container to try, and then take back.]  

8. Let’s say you just took all your morning seizure medication(s) on Monday. So you would 

push down the “M” on the yellow Didit until it clicks in place. [Prompt them if they don’t do 

it, and tell them to press the tab harder if it doesn’t click.]   Now, let’s say you just took all 

your evening seizure medication(s) on Monday. So you would push down the "M" on the 

white Didit that has the number “2.” [Prompt them if they don’t do it, and tell them to press 

the tab harder if it doesn’t click.]   Now, just so I know I’m being clear, push down the tab 

you would push after you took all your Sunday evening seizure medications. 

[If correct:] Great, that’s perfect.   

[If wrong, explain why wrong, pull up tabs, and ask to do it again for Tuesday  

       morning, Tuesday afternoon, and Saturday evening.] 

9. It is important that you only push down the tab after you have actually taken each of the 

seizure medications that you are supposed to take then. If you push the tab down before 

you take the medication out of the container, or before you took all the seizure medications 

you were supposed to take then, you could get distracted—say, with a phone call, and end 

up forgetting to take your medication. And you might think you took it when you didn’t. So 

remember NOT to push the tab down until after you actually take your seizure 

medication(s). But push down the tab immediately afterward so you don’t forget to push 

down the tab. And  remember to push until it clicks in place. 

10. You will do this for each day of the week. If you notice that a tab has not been pushed 

down on the yellow Didit, this indicates that you forgot to take your medication that 

morning. If you notice that a tab has not been pushed down on the white Didit, it means 

you forgot to take your medication that evening. If you notice that both tabs for a given day 

were not pushed down, that indicates that you forgot to take your medication for the entire 

day.   

  10. a. [Push down both tabs for Monday & Tuesday only.]  Let’s do an example, just so I 

know my instructions were clear. Let’s say you go to take your medication on Thursday  
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morning, and your Didit looked like this. [Hand patient container.] What would this mean? 

Remember, it is Thursday morning when you look at the Didit. 

 [If correct—forgot to take meds on Wednesday AM & PM] Great, you got it. 

[If wrong: Correct them and give them a different example.] 

10. b. If this happens, it is too late to take your Wednesday pills. Just be sure that your 

diary shows that you missed those doses. It is very important that we know this. But please 

don’t feel bad. Just be sure that your diary is accurate. 

11. Every Sunday night or Monday morning, check to see if your diary matches the Didit 

for the past week. If there are any differences between what you wrote in your diary and 

the tabs you pushed down on your Didit, please write that on the diary. But please don’t 

change what you wrote in the diary. For example, suppose your diary has a check mark for 

Thursday morning, but you did not push down the morning tab for Thursday. Please note 

in your diary next to the Thursday morning box that you did NOT push down the yellow 

“Thursday” tab. [Show on their diary where you would write it. If they didn’t bring in their 

diary, use a blank one to show.] 

12. After you have checked the Didit against your diary and wrote down any differences, 

pull all the tabs back up so you can begin a new week on Monday. [Hand patient container] 

Why don’t you pull all the tabs up just to see how it feels to do that. 

13. Do you have any questions about using the Didit, or anything else? 

14. [If forgot to do earlier, give patient yellow & white Didits and scotch tape. If they brought 

appropriate containers, have Didits attached to container. If didn’t bring, put in old Ziploc bag 

or a new bag.] Here are your two Didits. Remember, the yellow one is for your first dose of 

each day, and the white one with number “2” is for your second dose of the day. The see-

through tape is to put over the paper on your medication container 

15. Last, I want to emphasize that it still is important that you continue to use the diary to 

mark every time you take your medication and every time you have a seizure. Even though 

the Didit will help you keep track of when you take your medication, we still need you to 

record in the diary because the diary provides a more permanent record of when you take 

your medication and when you have seizures. The Didit is to make you more aware of 

taking your medication, and to help you make your diary accurate. Also, many patients 

really like using Didit. 

16. Okay, that is all I have for you today. Do you need a token to pay for using the parking 

lot?  
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Bullet Points for Didit 

� Scan Diary onto computer. Save to flash drive in “Patient Records. 
   

� Ask to take out pill containers;  review SZ medications and dosage schedule 
 

� Explain purpose:  
- Helps you keep track of when take SZ meds, makes you more aware of when you take 
it.  
- Place on side of medication container. 
- Because you take meds 2X/day, we’ll give 2 Didits 

- Yellow = morning; White (with 2) = evening  

� Attaching Didit 
Put AM (yellow) Didit on demo container;  
Have patient put on PM (white) Didit on demo Didit.  
Do not to put on paper—put on plastic or put tape over paper. 

Can be removed and reused on new conainer 

� [If multiple meds] Establish which container to attach Didits—one they take last.  
 

� [If brought containers] Have patient attach to correct container. 
 

� Explain pushing tab until hear click.  
You show Monday AM & PM. Push down tab only after all pills 
Have patient push Sunday PM. [Do 2nd ex. if needed.] 
 

� Explain push tab down AFTER taken all SZ meds they should take then. 
      If push before, can get distracted and forget to take or think you did when didn’t. 

      Push down immediately after take all SZ meds they should take then. 

      Push till hear click. 

      Do each day of week--Monday through Sunday. 

� Explain what means if AM or PM tab(s) not down.  
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� Have patient interpret example(s):  
It’s Thurs AM; you take out container to take meds; you notice Wed AM and PM still up.  
    Tell NOT to push Wed tabs down or take Wed meds. 
2nd ex.: end week: all tabs down except white S & both Su.  
 

� Compare Didit and Diary Sunday PM or Monday AM.  
DON’T change what diary says, but mark in diary if Didit different.  
Ex. 1: Diary has check for Thurs AM, but tab not down for Thurs AM (yellow). 
           Note in diary (show where) that Didit not down, but keep the check. 

           Ex 2:  Diary has no check for Friday PM, but tab was down for Friday PM. 

                       Note in diary (show where) that Didit down, but don’t add check. 

 

� Sunday PM or Mon AM—after write diffs in diary between diary & Didit,  pull tabs up. 
[show] 

[Push tabs back down] Why don’t you pull up to get feel. [check if all up] 
 

� Any questions about Didit or anything else? 
 

� Review 
Be sure patient has Didits and scotch tape.  
If brought containers, be sure Didits attached. 
Remind yellow = AM meds; white with “2” = PM meds 
 

� Emphasize: 
Continue marking diary. 
Didit helps you keep track of taking meds, makes you more aware, but diary permanent 
record.  
 

� That’s all for today. Do you need token for parking structure? 
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Protocol for Picture Reminders 

[The goal is to make picture reminders suit the tastes of individual participants, so be very 

accommodating. For example, it’s ok to leave off medication names and/or colored dots if they 

prefer. The main requirement is that the activities chosen occur every day, including Saturday 

and Sunday, and that the formats and locations where they plan to put the reminders have the 

potential to be seen at relevant times so it will remind them to take their medication.] 

1. Today, I am going to give you some pictures to take home that will help remind you to 

take your seizure medication each day.  The pictures will be of activities that you associate 

with taking your medication. You will be choosing your own pictures and activities, but 

first let me show you some examples.  

2. [Show picture example 1] For example, this is for someone that takes their first dose of 

seizure medication around 9 in the morning when they sit down to read the morning paper 

[point as you talk]. Then around 10 in the evening, right before they go to bed, they take 

their second dose of seizure medication. The red dots [point] represent their seizure 

medication. They stuck a red dot on the top of their seizure medication container like this 

[show medication container with red dot] to associate the red dot with their seizure 

medication.  

I can give you a plastic holder like this [pick up or point to small one] or this [pick up or point 

to big one] so you can put your picture reminder on a counter or desk. 

3. [Show picture example 2] Here is an example for someone that takes their first dose of 

seizure medication right before they take their dog out for a morning walk.  They take 

their second dose of medication in the evening right before they brush their teeth.  

I want to point out that this example is printed on what is called “cling-on” paper. It can be 

stuck on any mirror or window surface. So you can put your picture reminders in different 

places to be sure that you will see the picture and, thus, remember to take your medication.  

5. [Show picture example 3.] The last example is a little more complex because it is for 

someone that takes two different seizure medications.  They take their morning pills at 

roughly 7 AM when they sit down to breakfast, and they take their evening pills at 

roughly 7 PM when they have dinner. We have a blue dot [point to blue dot] to represent 

one of their medications and a red dot [point to red dot] to represent the other. To keep 

things  
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straight, this person would stick a blue dot on top of the container for one of their 

medications, and they would stick a red dot on top of their other medication container.  

The number “2” in the blue dot means that they take 2 of those pills in the morning [point] 

and 2 of those pills in the evening [point]. The number “1” in the red dot means that they 

take only one of those pills each time [point to each “1”]. So as you can see, we can make up 

pictures to fit your situation and your preferences. Do you have any questions about any of 

this so far?  

As you can see [turn over example 3 so they can see magnets], I can give you magnets to put 

on the back so you can put it on the refrigerator. Or if you prefer, I can give you string so 

that you can hang your picture on a wall or door handle, or wherever you are most likely to 

notice it.  

5. Now, let’s talk about your first dose of the day. What do you think would be a good 

activity to associate with taking your morning dose of seizure medication(s)? You want it to 

be an activity that you do every single morning, including Saturday and Sunday. [You may 

need prompt or even give specific suggestions. Be sure that what they select is something that is 

likely to be done every day, including weekends, such as eating breakfast or dinner, brushing 

their teeth, going to the bathroom when they first wake up or after a meal or before bed,  reading 

the morning paper, walking their dog, etc. If they come up with something related to work, be 

sure they work 7 days every week] 

[After they select morning activity, say:]  

Let’s see if we can find a good picture of that. [Show them section of picture notebook where 

that activity is located. If they need help choosing, help them pick a picture, but be sure they like 

it] 

6. Now, what would be a typical time each morning that you ___________[insert their 

chosen activity]. For the picture that we make for you, would you like a clock that shows 

that time, like in these examples [point], or would you prefer a morning sun, like this one? 

[point] 

7. [REPEAT # 5 & # 6 FOR EVENING DOSE, but make appropriate word changes, such as 

evening instead of morning, moon or sleepy sun instead of morning sun, 2
nd

 instead of 1
st
 dose.] 

8. a.  Now, I want to be sure you and I are both clear as to which seizure medications you 

take each time. Would you mind telling me what each one is. [Verify that they know which  
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medications they take twice daily and, if relevant, which they take once daily. If they brought the 

medications with them, all they need to do is show you and you can verify that they brought them 

all.] 

    b. Do you want me to print the name(s) of your seizure medication(s) like in this example 

[point to 2
nd

 example], or do you prefer that I don’t print the name(s) of your seizure 

medication(s) like in this example? [point to 1
st
 example] What your picture reminder looks 

like is up to you. 

9. [If two or more medications]: What colors would you like for each of your medications? 

[show all colors] Which color will you use for each one?  

[If they take same number of pills for each and take both meds at both times, it isn’t crucial 

which is which. If they take different numbers of pills for different medications and/or take one 

medication twice daily and one once daily, write down all details and which color is which 

medication—give copy to them and keep copy in our folder. Encourage them to have name of 

medication below dots on picture, but let them choose what they want on picture.]  

[If one medication]: What color dot would you like to represent your medication [show all 

colors]? Here are the color dots to put on your medication bottle [hand them sheet with that 

color]. I’m giving you a lot of dots so you can put a new dot on you medication container 

each time you refill your prescription and get a new container, or if the dots fall off the top. 

[Add dot(s) to picture, and add numbers if they take different numbers of different pills.] 

10. These picture reminders should be placed in one or more locations where you are likely 

to see the picture. You might want to place one on your kitchen counter, or on the 

refrigerator, or next to your bed, or in your bathroom, or on a desk, or wherever you think 

is best. What is important is that it will be somewhere you will see it when it is time to take 

your seizure medication. So think about where would be a good place to put a picture so 

you will see it whenever it is time to take your seizure medication. Remember, I can give 

you more than one picture. 

Where would you like to put one? [Record chosen location in their file.] 

11.  [If they don’t indicate the format for picture, e.g., cling-on, plastic stand, etc., say:]  Would 

you like to put the picture in a plastic holder so it can stand on a counter or desk, or do you 

prefer the “cling-on” paper that you can stick to a mirror or window? Or do you want to 

hang it somewhere? I can also give you a magnet so you can put it on your refrigerator. 

What do you prefer? [If needed, clarify size] 
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Would you like a second picture reminder, and if so, where would you like to put that one? 

[Record second location in their file.] 

[If they want second picture, but don’t specify format, say:]  

Would you like another _________ [insert format  of 1st picture—e.g., cling-on, plastic stand] 

12. [Make picture reminder(s) according to patient’s preference. SAVE ON COMPUTER so we 

know what pictures looks like and can replicate it if patient needs more copies in future. You can 

provide 2 copies in same or different formats (e.g., cling-on, plastic holder) if time remains in 

session. We can also mail it to patient, if we know what they want. Give them container so we 

don’t have to mail that] 

[You can make up two different reminders with completely different pictures, if they request it, 

but only if time remains in session.] 

13. [Before patient leaves, record in patient file which pictures, formats and locations were 

chosen.] 

14. Last, I want to emphasize that it still is important that you continue to use the diary to 

mark every time you take your medication and every time you have a seizure. The pictures 

should help you remember to take your medication, but the diary is how we determine if 

the pictures are working. 

 

 

 

 

 

 

 

 

 



Medication Adherence in Patients with Epilepsy   117 

 

Appendix U: Study Staff Protocol and Bullet Points for Administering Picture Reminders 

 

Bullet Points Picture Reminders 

� DIS should remember: 
- Activities must be EVERY day, including Sat & Sun 
- Location of picture should be visible 
- Fit patient’s needs & schedule 

 

� Present Overview 
- I’ll give you pictures to remind you to take SZ medication(s) 
- Picture will be of activities to associate with taking medication 
- You’ll choose activities & pictures 
 

� 3 Examples: Explain pictures, clock/sun/moon, dots (& numbers), & formats 
 

� Let’s talk 1st dose of day of SZ medication(s) 
- Think of activity done every morning, including Sat & Sun 
- Find picture 
- Typical time for activity—Do you want clock or morning sun? 

� Let’s talk 2nd dose of day of SZ medication(s) 
- Think of activity done every evening, including Sat & Sun 
- Find picture 
- Typical time for activity—Do you want clock or moon? 
 

� Ask to review all SZ medications and dosage schedule.  
 

� It helps if names of each SZ medication were printed like this [show picture example]  

Would you like that for your picture, or just the dots? 
 

� Let patient pick one color for each medication. 
 

� Record # pills of each med for AM & PM, and color for each. Give patient & keep copy.  
 

� Reminders should be in location likely to see frequently 
- Examples: kitchen counter, refrigerator, next to bed, bathroom, desk, etc. 
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- Ask where they will put it. 
- Give choice of container/format 

 

� Make reminder, save on computer, & record format(s) 
 

� Give lots of dots  
 

� If want more than one, we can: make in session if time, give container & mail picture, or 
make next session. 

 

� Emphasize continue to use diary to mark when take medication(s) & have SZ. Diary is to 
help see if picture reminder is working.    
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Appendix Y: Case 06 Picture Reminder 

 

 



Medication Adherence in Patients with Epilepsy   123 

 

Appendix Z: Case 07 Picture Reminder 
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Appendix AA: Case 10 Picture Reminder 
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First Diary Check-up Phone Call: Do 3 days after begin diary.  

 

What to have before you call: 

Patient file 

Black/white copy of patient’s exact diary pulled out 

Look up if patient uses weekly pill organizer 

Paper & pens to take notes quickly as you talk 

When done, record everything in note section of patient file with date, time, patient # and initials. 

Date of call:________ ; Time of call: ________; Patient initials & number : ______________ 

Hello this is _____from the Medication Adherence Study at Florida State University.  May 

I speak with _______ ?  

[If patient was not the person to answer, repeat 1st sentence when patient answers.] 

I was calling to find out how things are going with the diary.  Is this an okay time to talk? 

[If no]  “Okay, when would be a better time to call?”        

[If yes] “Okay, great! I just have a few questions for you.”  

1.  Have you had a chance to start using your diary?   No      Yes 

***[If did not begin diary] That’s okay, I understand. Why don’t you go get the Ziploc bag 

with the diary, as well as each of your seizure medication containers, and then bring them 

all back to the phone.  I’ll wait while you do that. [If using weekly pill organizer, have them 

bring back organizer along w/Ziploc.] 

[When return] 

 a. Why don’t you take the diary out of the bag, unfold it, and take a look at it, just to 

refresh your memory of how to mark it. Let me know if you have any questions. 

[answer questions] 

b. Remember, you should put a check mark in your diary as soon as you take a dose, 

but do not make a check if you did not take the dose. Also, each time you have a seizure, 

be sure to put a tally mark where it says SZ for that day.   
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c. Why don’t you put each of your seizure medication containers in the Ziploc bag now 

so you won’t forget to do that later? [If use weekly pill organizer, tell to regularly keep 

Ziploc bag w/diary on top of pill organizer.] Just to verify my records, which seizure 

medications do you have with you? ____________________________ [clarify & correct, 

if needed.] 

***[If began diary] Great! Glad to hear that.  Why don’t you go get the Ziploc bag with the 

diary, as well as each of your seizure medication containers [OR your weekly pill organizer], 

and then bring them all back to the phone.  I’ll wait while you do that.  

[When return] 

a. Are you keeping all your seizure medications in the Ziploc bag with the diary?    No     

Yes  

[If no] Why don’t you do that right now so that you won’t forget to do that later? I’ll wait. 

[If use weekly pill organizer or says all their seizure medications don’t fit] It is best to keep all 

your seizures medications inside the Ziploc bag so your diary is right with your 

medications. We will mail you a gallon size Ziploc. [Be sure it gets sent unless they say they 

have a gallon Ziploc.] 

b. Can you take out the diary and tell me if you had any seizures since you began using the 

diary? If so, can you give me the dates? [Mark on your copy of their diary.] 

c. Do you have any questions about how to mark the diary?  

 

2. [for everyone] There is one last thing I want to clarify. Please don’t feel bad if you forget 

to take your seizure medication. What is important is that you are honest and make the 

diary as accurate as possible. To make it accurate, it is important that you mark it in your 

diary at the same time that you take your seizure medication. That is why we want you to 

keep your diary in the same place as you keep your medications. If you forget to mark your 

diary at the time you took your medication, do not go back and fill it in later. The only 

thing you will have to go back and fill in later is if you have a seizure.  

Any questions?  
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3. Someone from the study will be calling you again in 3 weeks just to see if you have any 

new questions or problems with the diary. We won’t begin any treatment for about 6 

weeks. So the only thing you need to do for now is mark in your diary whenever you take 

your seizure medication and whenever you have a seizure. Remember, don’t feel bad if you 

forget to take your medication—just be sure that your diary is accurate. 

Okay! Thank you very much for you time. Have a good day.   
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Regular 1/week Phone Call  

Date: __________; Time of Phone Call: _________Patient Initials & number: __________ 

What to have before you call: 

Patient file 

Black/white copy of patient’s exact diary pulled out 

Look up if patient uses weekly pill organizer 

Paper & pens to take notes quickly as you talk 

When done, record everything in note section of patient file with date, time, patient # and initials. 

Hello this is _____from the Medication Adherence Study.  May I speak with _______

 ?  

[If patient was not the person to answer repeat first sentence to introduce yourself.] 

I was calling to find out how things are going.  Is this an okay time to talk? 

[If no]  “Okay, when would be a better time to call?”        

[If yes] “Okay, great! I have a few questions for you.”  

Why don’t you go get the Ziploc bag with the diary, as well as each of your seizure 

medication containers [weekly pill organizer], and then bring them all back to the phone?  

I’ll wait while you do that.  

[When return] 

1. Are you keeping your seizure medications inside the Ziploc bag with the diary?   

   No     Yes  

[If no] Why don’t you do that right now so that you won’t forget to do that later? I’ll wait. 

[If they say their medications won’t fit inside Ziploc, tell them we will send them a gallon Ziploc 

so everything will fit in. Most weekly pill organizers will fit in a gallon Ziploc. Be sure gallon 

Ziploc gets sent.] 

2. Can you take out the diary and tell me what you marked on ________________________ 

[fill in date for first day you need data for]  

***[Record patient response on your copy of their diary (print black/white). Make sure you have 

correct date they began] 
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For     [next date needed] what did you mark?  

***[Record and continue for as many days as necessary] 

***[Further agenda for this phone call will be determined by what was discussed at group 

meeting] 

 

3. [if has Didit, ask] 

a. How have things been going with the Didit?  

_________________________________________ 

b. Do you think it helps you take your medication?   Y    N 

c. Does it help you remember to mark your diary?   Y    N  

d. Any comments you want to make about the Didit? 

 

 

4. [if has picture reminder, ask] 

a. How have things been going with the Picture Reminder?  

_________________________________________ 

b. Do you think it helps you take your medication?   Y    N 

c. Does it help you remember to mark your diary?   Y    N  

d. Any comments you want to make about the Picture Reminder? 

 

 

5. Do you have any questions about the diary or study?  
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One last thing. As we keep saying, please don’t feel bad if you forget to take your seizure 

medication. What is important is that you are honest and make the diary as accurate as 

possible. Be sure to keep your diary in the same place as your seizure medication. If you 

forget to mark your diary at the time you took your medication, do not go back and fill it in 

later. We need to know if you miss any doses. Any questions?  

Okay! Thank you very much for you time. Have a good day. I’ll call again in about one 

week. 
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Bullet Points for Regular 1/Week Phone Call 

Before call, have: 

Patient’s file 

Black/white copy of patient’s diary 

Look up if use weekly pill organizer 

Paper & Pencil 

When done, record everything in note section of patient file 

 

Date: __________; Time of Phone Call: _________Patient Initials & number: __________ 

 

� If no answer, record date/time, leave message, & arrange call back. 

� If answer, but bad time, record date/time, & arrange better date/time. 

� Ask if Ziploc w/diary is kept with Seizure Medications (either pill containers inside 

Ziploc, or Ziploc on top of a weekly pill organizer). YES   or   NO     

o If no, ask them to keep them together and explain why important. (If keep 

medication with diary, it is easy to record on diary as soon as you take 

medication.) 

� Ask participant to get Diary and Medications to go over them together.  

� Ask for diary entries starting from last blank date on your copy & Record 

� Emphasize don’t feel bad if forget to take medication. What’s important is honesty & 
accuracy so we know if they forget a dose.  

 

� Say we will call again in one week and thank them for their time and participation.  
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Phone Message (ARTICULATE) 

 

This is _____ from the Medication Adherence Study at Florida State University. Please call me 

back at 850-644-9870.  

 

Additional Notes from Phone Call: 
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