Woman, 70 (exact age unknown), albinism and bad back, rural 
PART 1
Interviewer: How many Children do you have?
Woman: One but he passed away.
Interviewer: Ok, so this isn’t her child?
Interviewer: No. is your husband around?
Woman: No, I am a widow.
Interviewer: So how many people stay in the house?
Woman: It’s just me and my granddaughter.
Interviewer: So how do you fetch drinking water?
Woman: Most of the times when I need water my neighbours fetch it for me because I have problems 	walking in the sun but sometimes I force myself and collect water in a small bucket.
Interviewer: Do you ever go and collect water?
Interviewer: She said she does but when it’s convenient for her.
 Interviewer: So do you ever try to go late at night or early in the morning?
Woman: Early in the morning and late in the evening.
Interviewer: Do you get water from the pump here or somewhere else?
Woman: Yes
Interviewer: If that one is not working where do you get the water?
Woman: At XXXXXXX
Interviewer: How far is it from here?
Woman: About 1.5 Km.
Interviewer: Is it a river, or a pump?
Woman: There is a borehole.
Interviewer: So during the day when you are kind of relying on your neighbours to go and get water for you, do 	you ever find that you just don’t have enough water for what you want to do?
Woman: Sometimes there is not enough water and there is nothing I can do about it.
Interviewer: So if there is not enough water, what is it not enough for or what do you make compromises of?
Woman: When there is not enough water I don’t bathe and wash but I make sure there is little for cooking and drinking.
Interviewer: Ok, so that’s the priority?
Interviewer: Yes.
Interviewer: So how often does that situation occur like you have to skip a bath because you don’t have enough water?
Woman: Not often and sometimes fetch a lot of water for me but I sometimes I skip baths two or three days a week when there is insufficient water.
Interviewer: When there is insufficient water or you would like more water do you feel like you are able to ask you neighbours to go and get more or do it’s difficult to do that?
Woman: I try but I sometimes I feel ashamed asking for more water because they just volunteer.
Interviewer: How does that make you feel to be able not to wash?
Woman: I feel pain in my heart not to be able to get something I need like water.
Interviewer: So just to clarify you said you don’t go during the day to go and get water because of your skin, are there any other reasons that stop you to go get water?
Woman: Nowadays I have difficulties carrying things on my head because of my bad back such that when I 	go to get water I use a small bucket to carry it in my hands. It’s partly because of my skin but the main reason it because of my body back cannot support heavy loads.
Interviewer: So which one is the main reason?
Interviewer: The main reason is her condition because she needs the water during the day ye she cannot access it.
Interviewer: So she can tolerate the pain in the mornings?
Interviewer: In the morning she can only afford to carry small amounts of water which may not be enough for usage during the whole day.
Interviewer: And when you are going to get water like late in the evening or early the morning when its dark, do you ever worry about safety?
Woman: I feel insecure but because it’s a need I can’t do without so I still go.
Interviewer: So what insecurities?
Woman: I have ever been bitten by a snake and some people are not friendly so they may attack me.
Interviewer: So can you tell us more about people not being friendly or attacking you, what do you mean by that? Or you can give us an example.
Woman: I am afraid of being raped by some men.
Interviewer: Have you ever heard stories about that happening to people?
Woman: I have ever heard about other women like me getting raped and some men have forced my door open at night.
Interviewer: Does that mean you’ve been raped before?
[bookmark: _GoBack]Woman: It didn’t happen because I shouted and people came to my rescue but the one who did that was not caught and still unknown.
Interviewer: So for you that journey to the borehole, is it a risky journey for that reason?
Woman: That scares me a lot because I can be attacked in my own house what more out there.
Interviewer: Are there other activities out there like that you have to worry or this is the main activity that you worry about for?
Woman: I am only scared when it comes to drawing water but otherwise during the day I spend most of the times here and I feel more secure during the day.
Interviewer: An obviously you have some caring neighbours who assist you with carrying water, are there other people in the community who don’t like sharing a water point with you?
Woman:  I have never experienced any form of discrimination; every time I go to the water point the women that I find there assist me and they even carry a bucket it back home for me. And they even ask me why I dint say I dint have water so that we can help you. So I have never experienced any form of discrimination as far as water collection is concerned.
Interviewer: Do you have your own toilet?
Woman: Yes
Interviewer: Do you ever have any issues using the toilet?
Woman: My toilet is thatched with grass and it’s not safe during the rainy season.
Interviewer: Ok, anything else.
Woman: Apart from that, there is nothing else.
Interviewer: Sometimes people passing by the house ask for water for drinking, have people ever come to your house to assist them with water?
Woman: A lot of people come to ask for drinking water and sometimes they just get it on their own because I have mobility problems so they just go inside the house access from where I store it.
Interviewer: Those who assist you at the water point, do they assist you because you are disabled or because of your age?
Woman: It’s both. They assist me because earn an elderly person and also of my skin problems. When they see me carrying a bucket they rush to assist me because they know I don’t move out during the day.
Interviewer:  I understand that the disability and the skin, of the two which one is your major problem in the way you use water facilities and others? Which one hinders you most between the skin problem and the eye problem?
Woman: The bigger problem is my skin. Although I have a problem with my eyes it’s not as serious as my skin because sometimes I feel pain and develop wounds. When it is so bright like it is now, I have short sight but if I compare the two, it’s the skin that in more of a problem than the eyes.
Interviewer:  Do you think that the problem of your sight may affect you whether to know that the toilet you are using is in good condition or not or else the water you are using is in good condition or 	not based on sight or this does not affect you?
Woman: For the eyes it has not been a big problem, I haven’t experienced serious problems. I am able to see 	even though it’s only at a short distance but it’s not a complete problem. Maybe in the future I might happen because of old age.
Interviewer: Do other people in their belief think that your condition can be contagious through water or sharing or use of toilet in the community here?
Woman: There are some people who may have those views but because most of the times I stay alone I don’t know what happens elsewhere: I don’t associate with people much since am mostly home. Maybe people say things behind my back but I am not aware of that.
Interviewer: If an opportunity may come to you whenever they are planning about provision of water and other hygiene services in the community, which are the major issues probably you would want the ADC to take into consideration for people of your condition in this area so that the problems you’ve talked about should not exist?
Woman: The water facility should be near.
Interviewer: What I am trying to say is that maybe the designing of the water point should have a cover or a shade so that you can spend more time there washing as the others do? Do you see that helping or you have other issues that are more burning?
Interviewer: Are there any ways they could change?
Woman: I am failing to answer because you have taken me unaware. I have never thought of those things.
Interviewer: Ok, that’s also very interesting. So can we also ask you further questions? When there is a big event in the community do you stay home or would you normally attend?
Woman: I don’t attend: I just hear the reports about what happened.
Interviewer: Ok, is that your choice or would you like to attend?
Woman: My heart is willing but because of my body condition I am unable to do that.
Interviewer: Sure. So I am wondering what if there was an NGO coming to this community and they would like to do a community event, how can they organize it in such a way they could make sure that you attended, that’s the first part. And then when you are there, what could they do in the environment to make sure that it’s ok for you and that you are comfortable?
Woman: Sometimes I am willing to participate in community events but when the NGOs come they don’t know what happens here and it is difficult for them to plan how to include such people but the 	community the community itself has to take part in helping people like me. In the past it used to 	happen that I was given special treatment whenever I was attending a community event I was 	given a shade so that I can be protected from the sunlight but nowadays this generation does 	not respect that anymore. Even in the past I was given preferential treatment at the hospital; 	whenever I  go I was treated straight away n skipped the queue but nowadays maybe because of 	the democracy I am forced to be on the queue  and then wait to be assisted when it’s my turn 	so because of that I am reluctant to participate.
Interviewer: Ok. Are you aware in Malawi if there are organisations that exist to represent people with your condition, with albinism?
Woman: I am not aware of any organisations.
Interviewer: Are you aware of anything the government is doing in law or policy to try and protect the rights  	and help people with albinism or with other disabilities?
Woman: I have an idea that there is a policy that serves to protect albinos because at some point in time there was a young blind boy who went to a special needs school and there he was learning with people with albinism. He saw that those were getting skin lotion to protect their skin from sunlight and when he was on holiday he approached me and informed me that there were people with my condition and they are receiving body lotion and they can also assist me. I told him I was not aware and he said when he goes back to school he would bring me some lotion and he did. So based on that I am not sure whether it was the government or NGO providing them but I am sure that there is something happening somewhere.
Interviewer: Ok, but it’s not reaching you. Do you have anything else? 
Interviewer: Are you storing any water in the house right now?
Woman: Yes.
Interviewer: Can we see it?
Woman: (points where the water storage facility is)
Interviewer: I see two buckets but how long would that last before you need more water?
Woman: This water was drawn yesterday and I think by tomorrow it will be finished.
Interviewer: So how much water did you draw yesterday that lasted you the whole day?
Woman: There was water in those empty buckets which I used.
Interviewer: so u basically use four buckets?
Woman: Yes.
Interviewer: Ok. You know how we were saying that there will be three times a week where you don’t bathe because you don’t have enough water, those other times during the week where you do bathe, 	do you try using very little water to try and not waste?
Woman: I sometimes use dirty water.
Interviewer: So the dirty water is used for what?
Woman: For washing dishes.
Interviewer: Ok, and dirty like it’s been used for what?
Woman: So sometimes I use the water to clean the plates and after it becomes dirty I use the second water 	which can be used to do something else.
Interviewer: So what would be that something else be?
Woman: I use it to wash my feet.
Interviewer: but not for whole body bathing?
Woman: No
Interviewer: Ok, thank you.

Interviewer: Is there anything they could change on the design to make it easier for you to use the toilet?
Woman: The change in the design may not change anything because the problem is personal; its something that I feel.
Interviewer: So even if there was a seat or a handle that wouldn’t be useful?
Woman: That would be very helpful.
Interviewer: Can you tell us what that might look like; how can you design it in a good way that would best suit you?
Woman: I have even seen a toilet with a raised seat but for the handles I have no idea how they can be designed.
Interviewer: The toilet that you’ve seen is probably out of your budget, like it’s a fancy toilet; Is there a cheap way you could do that with local materials you can think of?
Woman: It can be done but the problem is that my toilet has no roof so it can’t be too high.
Interviewer: So any ideas about what local materials you could use.
Woman: You can use bricks.
Interviewer: And how would you put the bricks.
Woman: From what I saw, it was constructed with bricks and mud so I feel like I can use the same materials.
Interviewer: Oh ok, that’s all.
