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Note: This interview also covers the participant’s involvement with a DPO. 
Interviewer: can you tell me a little about the DPO you work with?
Woman:  	Our organisation deals with different disabilities especially women and girls. We deal with any kind of disability mostly babies and girls.
Interviewer: 	what kind of programs or work do you do at the moment?
Woman:	 At the moment we have few programs, we do village banking, we bought a land and some ladies cultivate in XXXX where they plant maize and other crops and after harvest they sell and help themselves. It’s a group of disabled ladies.
Interviewer:	 At the moment, how big is your membership?
Woman: 	Our membership is big because it’s from XXXX region to XXXX region. Most of the disabled ladies like this organisation because in the past they didn’t know their rights that they’ve got rights to go to school, that they’ve got rights to own a house or to own a land. But after forming this organisation, now they know their rights that they’ve got rights to take part in in their community what is being done there such as social work where government give in money for people to clean the cities, to remove grasses on the road so we ask people with disabilities especially ladies and girls to take part in this job even if they can’t take hoes to cultivate or slashers but they can just sit and look after those apparatus which people use to do their work. They also look after the children of the abled people who are working as those people sometimes leave the children at one place and the disabled women or girls look after them. By the end of the day they can receive something.We’ve been advocating to chiefs and stakeholders about the lives of the women and girls with disabilities.
Interviewer:	 Can I ask in your opinion, how is it different being a woman or a girl with disabilities to a man, what kind of things are more difficult for women who are disabled?
Woman: 	There are so many challenges that we meet. Like access to water is very difficult for example, in my community there are kiosks where they sell water, so like the way I using a wheelchair, I can’t take a bucket to buy water and there they sell K50, 00, a bucket but I pay twice for the water itself and the one carrying water  for me.  Even when I want firewood, I need to pay twice, once for the water itself and once for the one carrying water for me. Accessibility to maternity is also not good. Like when we want to access reproductive health, it’s a challenge. In labour wards, the beds are so high and are not adjustable, so it’s difficult for a person with disability to use a high bed when we want to deliver babies. Even access to going to school is so difficult. Most of the women with disabilities and girls have mobility problems.  Sometimes at school they laugh at you and you feel shy so you prefer to stay at home. At least men with disabilities are a bit higher with education than women and girls with disabilities.
Interviewer: 	Just coming back to what you said about your water point, I’ve seen the kiosks, can you explain more as I understand, it is an important role for women to be water collectors in the household, so if you are unable to do that how does it make you feel? 
Woman: 	Yes because in our culture for a woman to be a woman. If a man is looking for a wife he wants a woman who is able to draw water and collect firewood, that’s what being a good wife is. So you need water to be near, no matter if you are disabled or abled, you need fire to be near to you to become a real woman, but if those two things are not near you, it’s really a challenge. And most of the people with disabilities stay in villages or locations where they don’t have pipes in their homes and they need to go a long distance to draw water. So those women and girls with disabilities experience those challenges.
Interviewer: 	So let’s imagine you are at a kiosk, what could be done to make that kiosk more accessible to you so that you don’t have to rely on someone else, is that possible for you?
Woman:	 It can be possible, like a lady using a wheelchair, that can be possible but not for me because I can just use a small bucket, draw water and bring to my house but it could be wise enough if they can put a pipe from that kiosk to my house and charge me.
Interviewer: 	The biggest difference is to have piped water in the house, probably the second if I understand correctly is to be not far away as that could be physically close by?
Woman: 	Yes.
Interviewer: 	What about the physical water point, do you think it could be adjusted so that you could get to it turn the tap and those raised cement could have to be removed, to be reconstructed, how would that change things firstly?
Woman:	 If it can be like that I think my life can be changed. Because I will not need someone to draw me water, like myself I’ve got a house with piped water so I don’t need someone to draw water for me, if I want to bath, I just go to the bathroom and open the shower. But as for my friends, most of them don’t stay in houses with piped water so it’s a challenge. If the pipes are high it’s difficult. Like in my house it was like that but I told the owner of the house to adjust it so that I can be able to access water or shower or anything in the house. Like in the case of toilets most of the toilets are not accessible to the person with disability.
Interviewer: 	How then would you go about carrying water at home as you say you would carry a small bucket of water and that would be a limitation? Can you think of the way that your wheelchair can be adjusted so that it can accommodate a large bucket of water?
Woman: 	If it can be like that it can be a good idea because if I try to put a small bucket of water here it makes me wet. But that idea is good because people would be able to create that idea to make adjustment to a wheelchair where you can put a larger bucket of water. Like some of the try-cycles have a basket in the front, where you can put your things when you go to the market but try-cycles are very expensive that we can’t afford to buy.
Interviewer: 	Your friends that you mentioned that doesn’t have piped water, do you think they make compromises and don’t use as much water as they would like because it’s difficult and expensive to access?
Woman: 	Yes it happens like our executive director, doesn’t have piped water in the house, she asks somebody to go to the kiosk and buy water for her at the kiosk and in doing that every day, she doesn’t have enough water to wash her clothes, clean the house because it’s expensive to give somebody and to buy water yet an abled woman spend a K50, 00 for a bucket and a disabled lady or girl spend twice than that on a one bucket so it makes you to be not a good woman in the house.
Interviewer: 	If you have only a limited amount of water in the house, what do you think are the priorities are for the way you use that water, what is the most important way to use that water?
Woman: 	I wish if it can be possible to put piped water to the nearest place where people with disabilities are. But they shouldn’t be expensive because most of the people with disabilities are not working. And to be at work, we are lucky. Because of literacy level as most of the disabled people especially women and girls did not go to school as accessibility was a problem. Like in my time, I started school when I was 18 years old, because I could not access schools. In those times there was no lamp and they couldn’t think of a person with a disability can go to school, church or mosque. So at first I was just crawling as I had no wheelchair. My parents heard that at XXXXX they provide wheelchairs, they went there and I was given a small try-cycle and I started school the same week. I didn’t mind though I was a big girl and I was learning with small children who used to laugh at me and call me different names because I wanted school. I did well and I was selected to secondary school and when I went there it was a challenge. Even accessing showers was a problem. Sometimes other girls were kind enough and they used to put water in a bucket so that I can wash myself. Sometimes I could bath behind the showers as I couldn’t access showers. Some of the classes were upstairs and I didn’t do well in my form four because I could not access some classes.
Interviewer: 	When you were out of school, like an oversee, there were several things that a school can do to provide access for a person with disability and one of them is to sensitize teachers  and train them in special needs. The other is to improve classrooms as you have just said but there is the issue of sanitation that is often left out, if school doesn’t address that, how would that affect  whether a person with disability attends?
Woman:	 It can affect many different disabilities and they can’t access schools.
Interviewer: 	So you think that will be a key factor in determining whether someone attends or doesn’t go?
Woman: 	That is the key for a person with disability to access school or any institution. Like even here, if sanitation is not good, I cannot go. Sometimes if the toilets are not clean here, I stay at home, because there is a clinic here and people come once a week to access some medication, like VCT. So sometimes the toilets get dirty and when I see that I stay home and I use gloves when I want to access the toilets.
Interviewer: So what you are saying is that you cannot fit your wheelchair in the toilets here?
Woman: 	No, I do go with my wheelchair but sometimes if there are many patients here, its dirty and I prefer to stay home until they are clean. But every time I go to the toilet, I use gloves and that’s what I tell my friends who are disabled to try to find gloves.
Interviewer: 	It’s another cost and I don’t know how easy it is to find gloves in villages in Malawi but am guessing it’s quite hard?
Woman: yes they are cheaper but we knit them and we teach others how to knit gloves.
Interviewer: let’s talk about toilet facilities, if you are designing a toilet, how would you design it so that it would be accessible?
Woman:	 In villages, there are flat holes in the toilets which people with disabilities can’t access them, so if they can build raised handles on the sides of the hole so that if you come from a wheelchair, you can just sit there and it’s able for a person. And a room should be wide enough to accommodate wheelchairs and even clutches.
Interviewer: 	Okay, that’s really a good idea, I have found so far that when I have spoken to many people particularly at the community level, people have not been able to imagine how to design a toilet differently. Because they look around the community and all pit latrines are quite the same, it’s a hole in the ground, so I think for many parents with children with disabilities, individuals with disabilities say they dislike to use those but should find a way of how to use those existing current ones. So it seems that there are very simple things that whether a couple of bricks or a wooden stool and I have heard of one being made from a strong bucket, they are very easy. How do you think we can spread those types of ideas within communities?
Woman: 	Maybe if there is some funds that we can use to sensitise those people within the communities. And if we can construct something as an example so that people can come and see that one especially where there is a person with disability per village. And those people in that village can come and see that thing and maybe it can help otherwise it’s a challenge for people with disabilities. Like when my parents retired from the work, when we went home, they did that especially for me. They built a big house and near the veranda they put a bathroom and the pipe for the dirty water from the bathroom should go out into the hole that was dug down and they put stones down there so that no one should see there and not even smell it. They did it for me so that I shouldn’t go outside and bath there because when it was raining, it was a challenge. Because after bathing myself, I use my hands for crawling when the floor is dirty. Only a toilet was difficult to build in the house in the village where there was no water but they tried to build a constructive toilet just near the house but the bathroom was just in the same house. So people were admiring and asking why they did that so my parents could say they did it for the sake of me, a disabled daughter. They said they didn’t want me to suffer by bathing outside the house.Even washing my clothes I used to wash in the bathroom.
Interviewer: 	What about in terms of hand washing and other kinds of personal hygiene you mentioned, the issue of you bath and you are wet and you have to put your hands down, so does that apply to you when you are leaving the toilet, you have to wash your hands and then you have dirty on yourself again.
Woman: 	Unlike this time when people use their hands and they don’t have wheel chair, they use slippers in their hands but others can’t afford slippers to use in their hands, it’s really difficult.
Interviewer: 	I have heard of few organisations in Malawi that are giving hand pads and knee pads, and obviously you have mentioned that you encourage people to make gloves, is crawling to access the toilets do you think it’s acceptable as a way of accessing it because as for me giving out hand pads is half way dealing with the problems.
Woman: 	It’s not even half, its quarter problem that is solved and it’s not recommended. 
Interviewer:	 So how do we solve the problem, how do we make people have equal access to toilets and a way that is acceptable to them and that they have dignity that they feel clean?
Woman: 	Because if it is the community, construct a suitable toilet which a person with disability can access. The toilet can be wide enough and sometimes when you go to the toilet you cannot close the door and there is no privacy, you need to close the door and help yourself but most of the toilets even in hotels have narrow space that you can’t close the door, the wheelchair is outside and you are inside and when you jump into the toilet, you leave your wheelchair on the door, and somebody can just stand there and tell people that you come in and that’s not good.You need to have a room which can accommodate a wheelchair, close the door and move freely in the room, and should have cents down as most of the washing cents are up. I have been going to most hotels in town and I find that most sinks for washing hands are so high that needs somebody to take a cup, draw water and wash hands using a toilet and that’s very bad. Those who are constructing buildings like schools, hotel or colleges should put somewhere where a person with disability can access.
Interviewer: 	And now that’s part of the law and they can be fined if their directors would know, and there are many other nice things that accessing the Disability Act and also that of the Water and Sanitation Act but am wondering about your opinion on what some other challenges have been on government and some other agencies in making sure that those nice things that are written down on paper have an impact (the people held accountable, the things get implemented)?
Woman:	 Government try to sensitise those people that are building their hotels, banks to make those building accessible to anybody but you know companies mostly don’t take that as an important thing as they say they there are not many people who are disabled. One day a person with disability will come to work at their place or to book a room at the hotel but they don’t consider that. But the government is trying to sensitise people so that any construction that is to be done should be accessible to a person with disabilities. Like XXXX city council have got planning section which they look at any kind of building that is being built that it should be accessible to people with disabilities.
Interviewer: 	So do you think that disability has been successfully mainstreamed so that bodies like that are considering these things?
Woman: 	Yes, others are.
Interviewer: 	So that is starting to change?
Woman: 	Yes, now things have started changing than before. Maybe because we’ve got experience, in the past it was tough, really tough.
Interviewer:	 So definitely already there is change and more clearly would be done? 
Woman: 	More could be done to a person with disability to access hospitals, schools, building like bank but most of the banks are accessible in Malawi.
Interviewer: 	So among your support groups, issues of water and sanitation and personal hygiene, do you have a list of these things that women in your organisation talk about?
Woman: 	Whenever we have a meeting, we always talk about these things, so that we should start from our homes, people should see that when we are building our houses, those houses should be accessible so that people should see that we have started doing that ourselves, they will follow that.
Interviewer: 	Where do you think water and sanitation access sit amongst other priorities for people with disabilities?
Woman:  	It’s important because if a person is not accessing especially women and girls with disabilities, it makes their lives to be poor. 
Interviewer: 	What are the challenges that women and girls face in terms of accessing water, sanitation and hygiene that men with disabilities don’t face?
Woman: 	I think also men face those challenges because water and access to school is the same challenges that men and boys also face. Because a man with a disability is using a wheelchair and the kiosk is very far, he can’t access and  will also pay twice as he need somebody to draw water and also buy water.
Interviewer: 	What about in terms of menstrual hygiene for example, managing periods for disabled women?
Woman: 	That’s the big challenge. When they are in periods they don’t go to school, because we have been in schools like XXXXX and XXXXX and they said that girls when they are in periods they don’t go to school, they stay one week, two weeks because they can’t go to school with it. Because imagine, if you are like the way I am, sitting down the whole time you are in periods, I wouldn’t be able to hear anything the teacher is teaching because I would be worried that maybe things are wet and I need to change. We started a program of giving out pads to girls with disabilities, we started with few schools here in XXXX, so to write proposals to companies so that they can give us more sanitation pads so that we can provide to girls with disabilities in schools. 
Interviewer: 	This is anonymous issue for all girls but it’s much harder for the disabled. What are the specific challenges other than what you mentioned that it’s difficult for the disabled to change sanitary pads, are there other factors, you also mentioned that it’s just the worry that someone may see?
Woman: 	It’s the toilets, because the toilets, they just put a hole and girls with disabilities can’t go to the toilets when they are in periods and it’s difficult for them to access. They drop schools because of that issue.
Interviewer: 	Are there any other issues that I should be considering in the study in terms of access?
Woman:	 Like the way we discussed about the wheelchair, if they can put wheelchair somewhere where if you want to buy something, you can put your things there and if you want to draw water, you can put that side and go to your house and if it is possible, if you can add pads for the school girls.







