Man, 37, Albinism, urban
Note: this interview also covers this individual’s involvement with a DPO. 
Interviewer:  You have been saying that albinism hasn’t been institutionalised well in Malawi, if you had a chance what do you think needs to be done?
Man: In the first place, in the TTCs, the teachers who are trained would have been told on how to handle kids with albinism for example if there are punishments or extra curriculum activities, somebody might be sent to do gardening during day time when it’s very funny, I remember when I was young my father who was a teacher used to say can you give my child some work in doors and I was given some paint to paint in doors. All these albinism kids should sit in front because our site is poor and we depend the friendliness of our neighbours to say what is there and I had so many friends coming to get help and I could also get help to see what is there on the board. There should be some kind of training of the teachers who are in TTCs and universities about issues of albinism and how at school level they can be managed.
Interviewer:  in your engagement with teachers throughout the years, what do you think they know about albinism? 
Man: it took a lot of time for my friends to know that I’ve got short sight. So there is also that kind of thinking that amongst teacher’s trend they think our sight is equal, but our sight is very poor we need more time to read the same document which somebody with sharp eyes  go through. So we need extra time. If there are students to work they should not work out doors and if there are games there should be in door games most of the time.  Because what happens to our skin, during the day when it is sunny we don’t feel any heat but after moving away from the sun that’s when we feel heat and it develop some wounds on the body and that lead to chronic wounds that doesn’t end in two or three days, takes a lot of time. I suggest that they have general knowledge about special need education but what about individual disabilities within that group, what are their needs and continue with refresher courses.
Interviewer: and then you also mentioned about the kinds of things that are provided to people with albinism overseas. This included lotions and glasses, is there anything else that you think would be beneficial?
Man: mostly there are uniforms that students put on in our schools. They are shirts. I remember my father could go to the head master and say accept him to have a trousers and a beam hat so that was happening but other schools this time around cannot understand the pride that possibly the child with albinism pass through and may be management, how do they manage so that other students could not take that you are giving favours to this one. I remember one time when we were writing exams, other students were saying, no no no his exams were coming from the secret envelope and have large fonts, may be they come with answers. But the students need to know that your friend have a problem that’s why he is having that thing. I remember my mum telling my brothers that your brother can not go in the sun so can you go somewhere and then tells me to remain behind. So my brothers took that my mum was favouring not knowing that she was managing albinism. In other schools there are these magnifying glasses provided to all those who are visually impaired, but this is not in all institutionsbut I would suggest that the government should take initiative of saying whosoever has been registered like people who have registered that they are HIV positive are given ARVs which are very costly even the case of the visually impaired people, it is possible for the government to do that freely or to subsidise or else to have something. Such that there is shared responsibility because most of the times people are not serious to manage free things may be children below 10 yes, may be management of sun glasses can be very difficult may be after using the glasses they should leave them at the headmasters office for long lasting. So there are those kinds of suggestions.
Interviewer: so is there any necessity for there to be different or any additional regulations or policies about social stigma towards albinism? Is the disability act enough that talks about discrimination?
Man: that area is very tricky it seems the children are taught by their parents to speak bad words against people about albinism.When we are moving through communities and children are saying bad words against us the parents just watch. And the children say that one is not an English person but that one is a ghost. And we hear with our ears.
Interviewer: people call you a ghost, are there other things that people are saying?
Man: there are many funny things but parents are there and they just watch. When the same children are growing up, they grow up with that kind of attitude towards albinism. When they come to the class or school community they continue and I’ve never had any kind of experience that somebody was punished because of saying bad names even the school authorities have done nothing. Then this one with albinism find himself a prisoner at the community level a prisoner as well at the school level.
Interviewer: how does the social stigma around albinism affect in any way your access to water and sanitation?
Man: it depends on one community to another. There are other communities which are very good like XXXXX , a very  good and friendly community of which for a long time there has been interacting with many people with your skins. But there are other communities where few white people come and children and others have not moved elsewhere and they find it so attractive to call bad names. Some would draw water early in the morning so that people should not see them, like self-stigma, as they are so embarrassed. That’s what I have seen in communities in the XXXXX but in XXXXXX the climate was good as nobody even a child has said any bad names about that.
Interviewer: has there been any instances in your life whereby someone not wanted to share the water point with you, sitting around, drinking in the same jug, not wanted to share water with you, not wanted to share the bathroom or the toilet with you?
Man: my in-law by the time she was pregnant, my brother was a laboratory technician, was working with XXXXXX prevention study and now he is based in XXXXX, the wife comes from XXXXXX.  I wanted to come to their house but the lady was telling my brother that she didn’t want me to come to their house because she was pregnant and thought she might bore an albinism child if she comes close to me, as she think this is contagious. So my brother told my mum and since then I’ve never visited my brother because the wife think albinism is contagious. So it is possible that others have wanted to but education sometimes helps as people don’t shun away from you if you’ve got good things to give them. I imagine somebody who is not working might experience more stigma and more challenges than me. I am accepted because am educated, I am accepted because I make money for myself. But I understand that those who are in the villages are experiencing more stigma up to this day.
Interviewer: so do you think that women with albinism face challenges different from men with albinism?
Man: yes, quite a lot of them because even in our association, most ladies that are educated as they are have not found a man to marry.
Interviewer: but is that different for the man then?
Man: because in our culture it’s the man who proposes so if somebody is waiting to be proposed is different from the ones who propose.
Interviewer: does that means there are many women who are unmarried and are isolated for that reason as well?
Man: so many. Last month I went to the clinic in XXXXX and I met a lady who is doing dermatology in XXXX and is working on a certain research and I was a participant to her research. She told me a very sad story that her father, a director of finance in the ministry of finance in our government but has rejected her because she is an albino and has requested for a DNA test so we don’t have here in Malawi. She has been refusing all along but at last two weeks before the time of meeting she accepted then samples were taken at XXXXX and she has been calling me that she don’t know the results.Why at this age, you are working in the ministry as a nurse and moreover you have gone through trainings as a dermatologist, your father still rejects you as a daughter, why? So it was a sorrowful story to hear especially the father being a graduate who is more exposed then rejecting a daughter because she is born with another skin, I wondered because that should happen with people who have not gone to school or are not exposed. But the daughter is independent, successful, why? There are many experiences and many women are not married because of stigma because the mother in-laws will not approve them as daughter in-laws.
Interviewer: Have you heard any rumours or traditional beliefs about how people think you can get albinism?
Man: so far what I have heard in my own ears is that one about pregnancy. Women will say they don’t want to see me because once you see and albino when you are pregnant definitely the child will be born with that. That’s in the context of Malawi.
Interviewer: the reason I thought might be worthy exploring was to understand if anyone believes it’s transmitted through water and through sharing toilets but it seems that’s not an issue.
Man: Not that.
Interviewer: so you mentioned that people adapt their behaviour to trying avoid people basically and get water much earlier in the day, do they change or adapt  their behaviour in-terms of toileting and bathing, stories that you’ve  heard?
Man: No, I’ve never had those stories like sharing but they would not want to be close so even sharing can’t happen. Even if there are some seats in the bus you find out people are crossing to other seats then you try to question why he is going there while there is another seat here, they’ve got their own interpretation that if they are close something will happen to them or they will be close to misfortune, we don’t know. But still I believe that if there could be a study with particular disabilities, may be that can create a very rich delegacy. Because there are myths behind every disability even if somebody is blind, people have got stories in their context.
Interviewer: those stories in those kind of folk, rationization, are just as important to understand as what services are available, what posts are available, all buckets as valid but people think that because they are myths or beliefs but it’s  not interesting to study but unless you address the belief then you cannot make progress there is no point in the government now instituting additional rights with albinism if in the community if you get some things for example you are still called names from the community they haven’t solved the problem.
Man: because even at this age people call me an ignorant white person yet am educated or else they say a white man without a farm.
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