Caregiver for Boy, 13, intellectual disability.
Note: Some sections of this interview are missing due to poor audio quality 
Interviewer: So is XXXX able to use the toilet independently?
Caregiver: No. We have tried to train him but he doesn’t understand he just goes wherever he is. When he urinates he just urinates on himself. When he soils himself it is the same. Occasionally we are able to help him to get to the toilet but that normally doesn’t happen. 
Interviewer: So do you always have enough water to clean him up?
Caregiver: Well I also have problems of my own, I have another young baby and I can’t carry heavy things now because I am getting old. So often I don’t have time or the ability to get enough water for him. So sometimes he will go without bathing but when he soils himself I try to make sure he gets cleaned, he can’t stay with the…, so I make sure that I or someone else cleans him up even though the water is little but I do my best. 
Interviewer: So are you and your family are you all able to bathe every day?
Caregiver: Sometimes I would sleep without bathing, if I was too busy. Often I got to sell my things at the market and then I leave early and come home late. So sometimes I don’t have time to go to the river and get water, on days like that I go without bathing sometimes. 
Interviewer: Would that be unusual?
Caregiver: yes quite often we do go without bathing. We don’t have enough water and the water we have is not good. [next part inaudible]. Some of my neighbours said that there was recently a dead man in the river but we didn’t know and that was just upstream from us.
Interviewer: As a household do you try and do anything about the water quality?
Caregiver: No we just drink it straight from the river we don’t treat it. I now you can boil water to make it better but I don’t have time. 
Interviewer: So how many times a week might she skip bathing?
Caregiver: Maybe 3 times.
Interviewer: Ok and then what about XXXX would he skip bathing more than that?
Caregiver: For XXXXX its quite difficult to track him, when I am not around, like when I go to town, maybe he would go a day without bathing and when she comes back she would find him noisy and going around, up and down and being really dirty. So normally he would go without bathing a maximum of three days yeh but not more than that. Like yesterday, the way he is looking, she went away so after coming back to town here she wouldn’t have had time. 
Interviewer: So how does she feel having to clean her son up quite regularly?
Caregiver: It hurts me a lot, it pains me. It also hurts me because at the time when I was having him as a baby, my husband threatened to leave me because how could I bear him a baby like that. Even my mother had to go to the father and say you know you have to stay together and be supportive to me. Also it’s kind of like psychological because other children of that age can clean themselves and bath themselves but for him I think I will probably have to help him do that for the rest of his life. And also 
Interviewer: So do you feel like his disability is your fault?
Caregiver: She doesn’t feel it’s her fault. She believes that maybe it’s the devil that caused all this and put the burden on her. 
Interviewer: So far she mentioned that the main difficulties in caring for XXXX are feeding, bathing and toileting, are there other things that are difficult?
Caregiver: Apart from bathing I feels like maybe it’s really important to have soap, you just can’t clean him with water, without soap. So normally I have soap but it’s difficult for me to always manage to have soap all the time. Otherwise if I clean him without soap he would still be smelly and all that. 
Interviewer: So are these issues of washing and toileting the most difficult issues in terms of caring for her son or are there other things that are even ore difficult?
Caregiver: Those things are the most important, and cleaning after him. 
[bookmark: _GoBack]Interviewer: Does it feel like a burden?
Caregiver: Well its not really, not a burden. Its my responsibility to take care of him because he is my child. So of course you have to be there and be supportive. 
Interviewer: It must be quite tiring?
Caregiver: Yes because like I said I also have my own problems too and to then take care of my child. But if it’s not me then it’s his grandmother and now she is getting too old. 
Interviewer: [Strong wind – unsure of question]
Caregiver: So apart from cleaning him and water, the most important is feeding him. If he doesn’t eat or if there is no food in the house he get angry and sometimes tries to stone people, other kids and even me, when there is no food he gets too violent and he would walk around hungry and all that so at least if there is food all the time he is happy and full and he will play with his friends. 
Interviewer: If he soils himself where would she normally bathe him?
Caregiver: Normally over there, away from the house and out of sight
Interviewer: And is it a suitable place for bathing him or is there a way that that could be improved to make it easier for her?
Caregiver: So normally what I would do is bathe him at the river but sometimes I struggle to get him even from here to there, it is difficult so that’s when I just get water from there. But it is getting hard to wash him now that he is getting bigger, it is hard to hold him down and he is heavy. 
Interviewer: How long does it normally take before you are able to bathe him after he soils himself?
Caregiver: Normally it wouldn’t be that long. But sometimes I would need like 4 people to hold him down while bathing.
Interviewer: And they are all family members who would do that?
Caregiver: Yeh.
Interviewer: So everyone has a role in looking after him…
Caregiver: Yeh
Interviewer: If they go down to the river to bathe him are there other people at the river that are not happy with them bathing him there?
Caregiver: It’s really an issue because even the people who use the river they don’t like it. They don’t like that I am bathing the child there because they think its not healthy for them. Sometimes they say bad words to me so I would even come back without bathing him. Then I have to go to my mother’s house and see if I can get some water there to bathe him. So it’s really important for me to have water near to my house. 
Interviewer: So that’s the main thing – having water nearby and having soap.
Interviewer: Have you ever fed XXXXX less or given him less to drink so that he won’t soil himself so frequently?
Caregiver: Let me just say that people say a lot of things to me about this child. If a child eats two lumps of nsima you are supposed to give him that but if I do people say he will soil himself. But I am used to eating two lumps and you give me one that means you have killed me. It’s just that his brain doesn’t function properly and it’s difficult for him to get the clothes off on his own. Even during the rainy season I can’t go and cultivate my field because I have to take care of him because he usually walks in the dirt and in the rain and I have to watch him closely and make sure that he doesn’t do that. So if he soils himself I will go to the river and get water and then sit with him somewhere there and then bathe him, but the water is not enough because you know when he soils himself it would need a lot of water to clean him up. 
Interviewer: How do you manage to bathe him down at the river?
Caregiver: When I am bathing him I get him in the middle of my legs and hold him like that. But sometimes also the path is not easy to get through here and sometimes even during the rainy season the water would get up to here so its kind of difficult. 
Interviewer: Is it safe to bathe him in the river – I mean it seems very fast?
Caregiver: When the water is like this its ok. No one can drown. But when the water, when the river is full that’s when there is more of a risk. 
Interviewer: So to fetch water you must have to go quite far in? like up to your knees?
Caregiver: Yes into the middle because that’s where the water is flowing.
Interviewer: Would she also normally wash here?
Caregiver: No I bathe in the house. 
Interviewer: I guess it’s not very private here. Would you wash clothes here?
Caregiver: Washing clothes is normally at my house, here its just bathing  XXXXX. 
Interviewer: How often do people in your family have diarrhoea?
Caregiver: Normally we all have diarrhoea at least twice a week. I was even admitted to hospital his week with diarrhoea.
Interviewer: Why do you think your family get diarrhoea this frequently?
Caregiver: It’s because we drink the water straight from the river. We used to have piped water to a tap near the house and when we were using that waster we didn’t have diarrhoea as much. But then the water got cut off due to lack of payment of bills. It is hard because in town if you don’t pay for piped water then you have to get water from the river, there is no water pumps where you can get water for free like in other places. It’s really not healthy to drink out of the river. Just today there was a dead dog upstream. 
Interviewer: Do you know of any ways that you can improve the water quality?
Caregiver: I know that you can boil water but it’s a lot of work so we don’t bother.
Interviewer: Is there anything else that could contribute to the diarrhoea that her family get?
Caregiver: No I think it is just the water because with the piped water it wasn’t so bad. 
Interviewer: What is the best way of communicating with your son?
Caregiver: He can understand a lot of what you say but he can’t talk. So the best way of communicating is just to speak really clearly. He also likes games. 
Interviewer: If there is a community event would he normally attend?
Caregiver: Not normally, or sometimes he would attend but just out of curiosity he wouldn’t really know what was happening. 



