Man, 56, single leg amputee, peri-urban
Note: Interview questions are not included in this transcript.
I belong to XXXXXX disability CBO, its just near the primary school, that’s where we meet. 
Now we are about 18 of people with different disabilities, so we have one, XXXXXX he is an albino like XXXXXXX is, then we have got some cerebral palsy children, two of them and then general disabilities like say the way I am. In age it starts from maybe the age of 4, because we have 2 girls with cerebral palsy, these are about 6 and 11 years. What we do within our CBO is we train each other in so many fields or trainings. Like say training each other in terms of HIV and AIDS, we also train each other in how we can take care of each other in terms of hygiene and how one can live within the community. 
The children, these two that I mentioned come with their mothers. When we discuss say some trainings those mothers participate and implement it. And usually we meet every Saturday. That is twice in a month from 9am – 11am, so about two hours. Now there are some other organisations like XXXXXX, XXXXX, XXXXXXX, like say even XXXXX over there, they often come and give us some trainings. 
No there are so many challenges that we face, for example if we train each other we say this is this, this is this, this is that, but it comes down to, we aren’t always able to meet the goals of what we train each other on and do them in our lives because of some resources. 
Say XXXX who lives back here, this guy is my nephew, but due to mobility he had some problems to actually come up there to the meetings. Just because of mobility. So we tell each other, say like say, when you go to the toilet you should wash your hands after, after helping yourself.
This is just knowledge that we share between the group. But also say officials from XXXXX and XXXXX, XXXX come to give us some lessons and trainings. I am also one of the trainers for XXXXXX because they have a program for cerebral palsy children. I attended some of the trainings for this in XXXXX and also here in XXXXX. So we train mothers who have got children with cerebral palsy on how to care for them. 
Say in terms of toileting or washing, we train them, say when they want to help the child or when the child wants to go to the toilet, some toilets are not good for us with a disability. Say for example myself, I cannot squat in a pit latrine because I have a problem with my hip and my leg here. So I have something like that, a stand, I put it over the pit latrine and then I squat on that. It’s made from wooden planks. I don’t make it myself. Formally I was working for the XXXXXXX, yeh, that’s where I got my disability, so they made it for me some time ago. It was the XXXXX medical officers idea that I should use that. 
It’s like let me demonstrate. This is the pit latrine here. So I put it over the hole here, its square and it has a hole in the middle, then I help myself, then after that I take it, they made it in a way that if I want to take it and carry it then I can squeeze it and it folds up and I carry it like that. 
I take it with me wherever I am going. Say my home is a village just nearby here and they don’t have flush toilets there so I normally take it and use it. I don’t feel embarrassed taking it around with me. Because it’s like a trousers for me it’s just a basic need so I don’t feel embarrassed. Even sometimes people ask me what this, then I explain to them and they get very much interested that I am using that thing.
I have shown it to my XXXXX CBO group also. Last year we had a one day training workshop about WASH and disability here in XXXXX and there were so many stakeholders, XXXXXX and yeh so many stakeholders, so all the time we were discussing they didn’t know what I was carrying in my hand. So I explained that this type of thing can help us much, even in schools for children and that type of thing. Even the elders when they are going to churches or funerals it’s so portable to carry. So then even the district governor wanted to have his photo with me and that chair and said look we have to make more like this. And there was one lecturer from XXXXXX university he attended and said that this was very good. 
It’s is very good because hygienically it really helps me when I go to the toilet, even for example when I am going for a bath, I can put it there and then sit on it and then start bathing.
To me like I say, one to two years is enough, then I go back to the XXXXX and they replace it. It’s very cheap to make because like you know you can just use these planks that the carpenters throw away, provided they are a good enough length and size. 
Say for instance as you know we have got problems with access to water there are very few bore holes in rural areas and piped water is only reaching people little by little. So like when I want to have water for bathing, there are a lot of problems because I cannot carry something more than 5kg so usually I have to send someone and say oh can you draw water for me so I can bath. I am married so it’s normally ok. But for those who don’t have family or people to help them it’s a very big problem. Like this guy XXXXX, one time when he got sick, his father phoned me. I came there and found him in the toilet, and it’s a good toilet, a flush toilet. But just looking at the way he is I felt sorry in myself and said ah no, I might have problems but this one has more problems than what I have. 
What can be done is, let them be helped the way I am getting help. Because if I was not working before I would not have access to the tool I am using for the toilet or bath. So these things should be given to such people like XXXXX too. Assistive devices are much much more needed for us. To me I should say that these assistive devices should not be given out by the government itself, NGOs can help much, right now they are really helping us in terms of assistive devices, in terms of wheelchairs tricycles, crutches, pads for people who crawl. They should be responsible because they have been effective in the past and they are transparent about the way they work. But not the government themselves, I can give you an example, there was a project for the government from a donor, I don’t know if it was Norway, UK or what, but this project was for community based rehabilitation. I was chosen to be one of the surveyors, we did the survey for the whole district but after the survey nothing has happened up to this stage. I have even the copies of the survey and what will be done for the whole project. So I think if this were an NGO then this project would be running by now and from 2012 to this time you know people with disabilities would have been doing their own thing and there would have been improvement to their lives. Ah the government no, I am not against the government but I am just saying the truth. And up to this time our friends in XXXXX doing this CBR program, they did it and are running fine. Even stationary came and a computer set, everything came for the CBR project and is in the social welfare office, but since the government official left, they said they would come back for the rolling  out of the project, the district committee was informed even headed by the district commissioner. So this is causing a very bad impact on us people with a disabilities. 
At the moment it’s normally up to the individual with a disability to try and improve their situation. At the moment families it’s a problem because there are no resources to upgrade or help people with disabilities. Say you are a mother and your child is disabled, but you don’t have any resources to help the child, then that child will not get help. I think people also lack the knowledge to develop tools. 
My experience is that families do a lot to care for people with disabilities and sometimes the individual might come up with ideas for how to help themselves. My experience, say there is a guy called XXXXX, he is a carpenter just near here. That one is a carpenter, if we can give him resources and the design then he can build these, he can help himself and be helping people with disabilities to improve the way they use toilets or bathe. 
[bookmark: _GoBack]At the moment WASH NGOs go into village and sometimes they might meet with people with a disability and help them in terms of how they might take care of themselves, toileting, bathing, yeh. XXXXXX and XXXXX are doing this. Then we have XXXX here, of course within the government, but XXXX are really helping us. But then there are no resources there. For instance I have a problem walking. I am using a raised shoe here. But there are no materials for this type of shoe there, even the gluestick for mending it, they cannot afford to buy for mending the shoe. With me since I have been working in the government I am getting my pension, at times I am even going there and the manager for XXX will ask me to help so I will buy things and give it to them so that they can help others. But for someone who doesn’t have all the resources to find such things it’s a very big challenge. 
