Man, 20 epilepsy, depression, rural
Interviewer: What do you like doing in your everyday life?

Man: At school I like quarrelling/picking fights with friends. Since I developed epilepsy, sometimes my thinking is affected and I just realise that I have quarrelled with friends.
Interviewer: So is that something you like or don’t like?

Man: I feel sad about it.
Interviewer: What is it that makes you happy?

Man: When headache stops.

Interviewer (interpreter): I think we are not understanding each other.

Interviewer: Let’s do something more practical then, show us or tell us where your family normally gets water and where your family stores water
Man: gets water at the borehole behind the house, stores them in pails inside the house.

Interviewer: are you the one who normally gets the water?

Man: I go myself to draw water.

Interviewer: Is that easy or is there any problem?
Man: No problem.

Interviewer: that’s the only place you get water from?

Man: when the borehole is broken down, we go to the other borehole which is at the market place.

Interviewer: So it’s not too far either?

Man: It’s not too far.

Interviewer: Do you have your own toilet at this house?

Man: yes we do.

Interviewer: can you show us where it is?

Man: yes.

Interviewer: In your own opinion, what are the good things and the bad things about the toilet?

Man: It is uncompleted.
Interviewer: as it is uncompleted, is it used by the family?
Man: as for now, we have not started using this toilet so we use other households’ toilets.

Interviewer: And for you, do other households mind that you go and use their toilets?

Man: they don’t mind as long as we take good care of the toilets.

Interviewer: Earlier you said that one of the things that happen at school is that you often quarrel with friends; do you ever quarrel with people when you are getting water or with neighbours when they are using the toilet?
Man: I don’t quarrel with them but I just ask for favours to be the first.

Interviewer: So why do you ask for favours?
Man: When drawing water, I use the small bucket while other people use big buckets so it doesn’t take much time for me to fill while for others it takes much time. So I ask for consideration as I have a small bucket, so that I can draw water first and off I go.

Interviewer: Why is it that you use a small bucket?  Is that because it’s what you have or there is another reason?

Man: It’s easier for me to carry. 
Interviewer: Do you ever take medication for your epilepsy?

Man: I take medication to stabilize the situation, but sometimes even if I take medication, I still get attacked. Sometimes the health facility runs out of drugs and I can’t access the drugs for my daily use.

Interviewer: and do people like the health workers or family members, tell you that there are things that you can’t do or you shouldn’t do because you have epilepsy?
Man: There are things that am forbidden to participate like taking a bath, swimming and washing in the rivers or streams, as people forbid me.
Interviewer: Is that something that you would like to do like other people do?

Man: yes but because am prevented from doing that so I have to abide by that rule.
Interviewer: where do you do your actual washing?

Man: I use the bathroom for washing.

Interviewer: Is it okay? Is it a fine bathroom or do you have issues?
Man: the bathroom has no problem at all.
Interviewer: can you show us the bathroom?

Man: yes. The bathroom was built by my uncle.

Interviewer: Any other things that you are not allowed doing?

Man: am forbidden from climbing trees, riding a bicycle but sometimes I defy the ban and do it. 
Interviewer: other things you find embarrassing about epilepsy, other things that make you feel sad or upset?
Man: Sometimes in class when the teacher is teaching maths, I get confused and cannot solve them and that frustrates me and sometimes people regard me as an outcast and that upsets me.

Interviewer: do people treat you differently, do you think?

Man: there is no discrimination so far but when friends are playing football at school, I am forbidden because of my condition. Sometimes I would like to play football but since am forbidden, I just watch my friends and that pains me.  
Interviewer: other than that, do you feel left out or people not wanting you around?

Man: my friends don’t associate with me because they fear I might develop seizures anytime. When I develop convulsions due to epilepsy, my friends are tired of lifting me up where I am and taking me to the house, so they run away from that responsibility. 
Interviewer: are there any myths or wrong beliefs about epilepsy in this community?

Man: people think I am bewitched.
Interviewer: are people worried that they could catch it from you?

Man: I don’t really know if people think like that. I don’t think it’s because they think they will catch the seizures. 

Interviewer: But no one said that?

Man: No one said that but what I was told was to go to XXXXX in XXXXX so that I could be treated/cured but I have not yet gone there.

Interviewer: is it at the traditional healer or hospital?

Man: traditional healer to get traditional medicine to cure me of epilepsy.

Interviewer: in your own opinion, do you believe that you can be cured?

Man: I have tried several traditional healers but there has been no success.
Interviewer: Am I right saying that you have never encountered anyone saying that they can catch epilepsy by sharing water or sharing a toilet with them, that’s never been a problem?
Man: no.

Interviewer: and after you had a seizure at school, your friend would help bring you home, you said, what normally happens then?

Man: when I get home, I sleep. I don’t take any medication but after sometime I gain consciousness and I wake up.

Interviewer: Am gonna ask sensitive questions like when you have seizure, do you ever soil yourself as…..?
Man: when I develop seizures, those around me know that am about to collapse so sometimes I would drag, stagger and swerve that way so people hold me but when am by myself, I would hit a wall or fall on something which is harder and would be injured, so at that moment I know that I would collapse but after collapsing there is nothing I feel until I gain consciousness. 
Interviewer: So maybe I can explain by giving my self’s example that when I wake up after having a seizure, I normally vomit quite a lot, other people lose control when having a seizure and wet themselves, I suppose am wondering if you have any of these experiences, you can give examples.
Man: there is nothing that happens.

Interviewer: maybe just to finish, for you there are no issues/problems you have concerning bathing, washing your hands, accessing water and using the toilet?
Man: When accessing water, I have a problem because I may develop seizures anytime sometimes when am carrying water, bucket would fall, spill water, I fall and also when bathing I may develop seizures and that is a problem.

Interviewer: alright that’s what we needed to talk about, do you want to tell us anything else?
Man: at school I lose concentration, I know am intelligent but sometimes I get affected by the seizures, sometimes my brain is confused and sometimes I may have a pencil on my desk but I  would be searching in my pockets. So it affects my education.

Interviewer: So that’s for you the biggest concern

Man: yes.

Transcription of follow up interview with caregiver 
Interviewer: Are his teachers unable to give him any special care or support?

Caregiver: the teachers give him preferential treatment because of his condition, there was a time when he climbed that big tree and fell from the top, so he damaged his head and was carried on ambulance to XXXXXX Hospital and back after treatment so teachers took a leading role in trying to get him to hospital for medical support. So sometimes in school once he develop seizures, teachers take good care of him until he stabilizes. Sometimes they carry him from school to his home. But it’s hard because children of his age are not in primary school but in secondary school. There is no progress as far as his school is concerned and he feels hopeless
Interviewer: we were around the back facing toilets and bathing area, does he face any challenges in using those things?

Caregiver: he often develops seizures when he is sitting down or climbing trees but he has not developed seizures in a toilet or in a bathroom.
Interviewer: he was explaining that in the moment he uses neighbours toilets, do you know if the neighbours has any issues with him using the toilets?

Caregiver: those neighbours has been using our toilet before it collapsed and now they don’t have any issues and it has happened within a short time that we are using their toilets.
Interviewer: have you heard anyone in your community who believes that epilepsy is contagious?

Caregiver: the younger generation love him so much and they come and play with him but there are certain older people who have got their own houses and they are married and they don’t like him. These are behind his situation because of black magic and they use his situation to generate income. When he develops seizures as he is trying to roll on the floor then they make money magically. So they don’t like him.
He is not allowed to go to the borehole but he does it on his own as he doesn’t want to listen to me. So sometimes when he goes there he develops seizures right there.

Interviewer: is that heavier that you say he is not allowed to go to the borehole?
Caregiver: sometimes he gets angry when we advise him not to go to the borehole, when we restrict him from doing something and you are lucky that you have managed to talk to him, he gets emotional. Most of the times, he like praying and would go to church and pray to God for deliverance and healing.
Interviewer: can I just clarify that the main reason you doesn’t like him to go to the borehole is because if he has the seizure then other people would try to do the witchcraft thing?

Caregiver: the reason is that he has mentioned more than once that he would like to commit suicide or sometimes throw himself in water so that he can die and forget about this. I fear that he may do it one day so he shouldn’t be given a chance to go at any water point.
Interviewer: the witchcraft thing is that a secondary small reason?

Caregiver:  magically there are certain points where they want him to die, it could be at the water point or where he can climb a tree and fall down, so we don’t want him in those points

Interviewer: are you his grandmother or mother
Caregiver: grandmother

Interviewer: where are the parents?

Caregiver: they passed away.

Interviewer: so you are his primary guardian.

Caregiver: yes. 

Interviewer:  must also be training for you as you spends a lot of time caring for him
Caregiver:  he needs to eat often and I can’t provide all the needed food and I have problem of sourcing the money to buy the food he would prefer to eat and it’s a big burden for me.

Caregiver: sometimes he feels sorry for me because am aged and my leg hurts, so he wants to help by going to borehole and collect water just to assist me. Sometimes I get sick but am forced to cook because he cannot be allowed to sit close to the fire so it’s another challenge that I encounters for fear that he can fall in the fire.  
Interviewer: Are there some places you feel he should not go?

Caregiver: There are special places where he is not allowed to go such as climbing trees or near water points and fire for fear that he may develop seizures there but when he develop seizures prior to that he knows and the way he falls down, it’s in a certain way that he may not drown in the pail like in the house, he may not put his head in the pail  of water but if it is in the river or in the borehole they water may spill as he is rolling and he may inhale the water and that can be a problem. But I think there is a divine intervention that things happen that way that he has never been in that situation apart from falling from tall tree but never had a single fracture so I think that there is divine intervention that protects him.
Interviewer: can you show us how you store water in the house?

Caregiver: yes.

Interviewer: when he has seizures, does he wet himself or vomit and give you more work on washing?

Caregiver: No, he doesn’t soil himself, wet himself or vomit. And he washes his things (clothes, beddings) by himself.

