Caregiver of Boy, 8, cerebral palsy, rural. 
Interviewer: What are the main challenges that you meet in taking care of XXXX?

Caregiver: Mainly it’s finding soap for washing and bathing him as you can see we do that more 
that the normal way. Not only that, but also clothes because they worn out fast because of 
regular washing.

Interviewer: So where do you normally get water?

Caregiver: At a community tap.

Interviewer: Does the water run throughout the year?

Caregiver: No, they normally stop running especially during October so we go and get water 
further at XXXX River. 

Interviewer: How far is it from here?

Caregiver: About thirst minutes.

Interviewer: Is the water that you draw enough to do all the activities needed to take care of  XXXX?

Caregiver: One 20 litre bucket is not enough for him but I get more than that for bathing, 
washing, cooking and he also likes playing cooking games so I also keep some water for 
that.

Interviewer: How many times a day do you bathe him?

Caregiver: I bathe him twice a day, once in the morning after breakfast and once in the 
afternoon.
 Interviewer: Do members of the family bathe often like XXXX does or it’s just him?

Caregiver: No, we bathe once a day.

Interviewer: Is he your only child?

Caregiver: He has an elder sister only that she has gone with her father to visit relatives.

Interviewer: Do you think XXXX will be able to bathe himself in the future?

Caregiver: Yes because he curious when I am bathing to learn how I am bathing. When its time 
to bathe him he takes off his clothes quickly; he also does the same when he wants to go 
to the toilet and he gives me a sign that he wants to go.

Interviewer: Do you think his situation is improving or it’s just the same as at birth?

Caregiver: It’s improving because he was born with a cripples hand and I went to XXXXX 
hospital where they taught some physical exercises to help him improve. I used to feed 
him but now he can at least he is able to feed himself.

Interviewer: Does his father help you out in caring for XXXX?

Caregiver: Yes he does. In the morning he wakes up and helps him exercise.

Interviewer: What about getting water, do you think he would be able to do that in the future?

Caregiver: He will because I just observe what he does when his water for playing cooking is 
finished; he gets a cup and gets the water from where the water is stored. He sometimes 
follows me when I am going to get water with his pot.

Interviewer: What does he normally do when he wants to drink water?

Caregiver: He gets a cup and gets the water from this bucket here and when its not here he goes 
inside the house and look for the place where I store drinking water.

Interviewer: What if there is no water outside and the door is closed, how does XXXXX communicate if he needs water to drink?
Caregiver: It’s difficult to understand him but he normally points at the door but if am not sure 
about what he wants from the house I just open the door and let him get whatever he 
wants.
Interviewer: What normally happens when he wants to go to the toilet?

Caregiver: He gives me a sign that he wants to the toilet and I take off his pants. He then goes 
outside the toilet to defecate and uses the ground to wipe himself up. Sometimes he goes inside the toilet because he is afraid of the hole inside.

Interviewer: Does he soil sometimes?

Caregiver: That mostly happens when he is playing with his friends and they don’t understand 
the signs that he wants to go to the toilet. If he soils himself I clean him up and wash the 
clothes at the river.

Interviewer: Do you use soap to clean him up?

Caregiver: Yes but only when it’s available. When its not, I just use the water.

Interviewer: Do people not complain about you washing the clothes at the river?

Caregiver: I don’t think so because on the other side of the community they don’t have taps or 
boreholes, they all do their laundry at the river.

Interviewer: So you said earlier that he uses the ground to wipe himself out, how does that work?
Caregiver: He sits down the ground and carefully removes the feaces without them getting in 
contact with his hands but sometimes he uses a paper to wipe himself up.
Interviewer: Do you sometimes limit the amount of food or drinks so that he can use the toilet less?

Caregiver: No, he eats normally.

Interviewer: Did you make any improvements to the toilet to make it easier for him to use?

Caregiver: Not necessarily for him to use it but we have built it with a small hole to avoid 
accidents because he is curious with it and goes in there by himself when no one is out of 
sight.
Interviewer: What about when he starts using the toilet, what improvements can you think will be 
suitable for him?

Caregiver: I think it’s better to be maintaining the toilet often, for instance make the floor 
smoother with mud after a month to keep it clean. I also make sure that I sweep 
surrounding often to avoid him getting his hands and legs hurt with sharp things. I also do 
that to avoid him getting diseases from a dirty ground floor.

Interviewer: Do the neighbours and relatives help you take care of  XXXXX?

Caregiver: They do especially when I want to go out to fetch firewood I take long. They watch 
him and clean him up when he soils himself until I get back.

Interviewer: What if the neighbours are busy and there is no one look after him?

Caregiver: I take him with me but there is usually someone to look after him.

Interviewer: Do you know any organisations that assist people like XXXX?

Caregiver: I only know about XXXX. But this other time when I was there I heard my friends 
about XXXXX church supporting members with education and clothes. I also want XXXX
to get the same help but I don’t know how to reach out to such organisations.
Interviewer: Do other people talk about XXXXX or you as a mother to have a child with disability?

Caregiver: They do talk about me having a disabled child who soils himself and how I have a 
burden. But some people sympathize with me and help me out with him.

Interviewer: How does that make you feel that he has to depend on you for everything?

Caregiver: It hurts me a lot because as a mother you expect your child to be able to do things like 
walking at a certain stage of his life, so when you see that he is not you tend to get 
worried that something might have gone wrong with the child.

Interviewer: Are there some places around the house that you wouldn’t want XXXX to go because of his 
safety?

Caregiver: Yes, at the road and the nearby field, but also during the rain season there is mud 
everywhere and it’s easy for him to get lost in the maize fields. So I make sure that he 
goes out with his sister to watch him when he wants to play.
Interviewer: Whenever there is an event in the community, does XXXX attend?

Caregiver: We don’t normally have meetings in the community apart from these political rallies. 
I take him there and he likes it especially when they play music.
Interviewer: You said that we likes crawling a lot and gets his clothes dirty, how often do you do laundry 
for him?

Caregiver: I wash it on a daily basin but there is not enough soap do that so sometimes I just 
wash without soap.

Interviewer: Who gave you this wheel chair?

Caregiver: XXXXX
Interviewer: How often do you visit XXXX?
Caregiver: Mostly once a week on Mondays but I have not gone there for a while now because I 
was busy collecting firewood.
Interviewer: So just to wind up, how important are the water and sanitation activities to you compared 
with other activities because of XXXXX condition?

Caregiver: These things are very important because this child needs to be clean and well taken care of all the time, most of my attention goes into bating him. He needs all the attention he can get. 
Interviewer: How does he socialise with his friends? Is he able to communicate with them?

Caregiver: He plays well with his friends and I tell teach them how to communicate with him. 
But when they take away his playing materials that’s when he fights.

Interviewer: Alright, that’s all we wanted to talk about. Thank you!
Interviewer: Does he go to school?

Caregiver: No but I can see that he envy’s other children when they go to school and he cries 
when he sees then go. So sometimes I just bathe him to pretend that he is going to school 
and he calms down. The teachers don’t allow him to attend school.

Interviewer: Why don’t they allow him?

Caregiver: They say there are special schools that deal with giving education to people like 
XXXX. But those schools require money but I cannot afford.
Interviewer: I know of such a school in XXXX, XXXX who help out with kids like XXXX. 
It’s a boarding school.

