Man, 27, epilepsy, urban
Note: this interview also covers the participants work with a DPO. 
Interviewer: 	It’s set to audio record. Okay, firstly can you tell me maybe a little bit more about the set up of the organization like you were mentioning earlier and what the organization aims to do?
Man: Our organization is there to promote the rights of people with epilepsy and our 	organization was established in the year 2012, it was registered under the trustees act. 	This organization is a membership organization and the owners of this organization are 	people with epilepsy
Interviewer: 	Okay, How many members do you have?
Man: As of now, just because we do not have up to date data but with the data we had, we 		had more than 5000 members across the country.
Interviewer: 	Wow, that great. How do people initially connect with such an organization?
Man: Just because we know that epilepsy is a disability and also at the same time a medical 	condition and we meet people with epilepsy in clinics where they get treated with the 	treatment and so in those clinics they set up what we call support groups throughout the 	country, we have support groups throughout the country. These support groups have 	members and they know what is going on in their association and they are registered in 	out books as members
Interviewer: 	I see so do they have to do anything to join?
Man: There is no such a thing; it is just a matter of someone having epilepsy or being related 	to someone with epilepsy and things of that nature.
Interviewer: 	Okay so you can be a member even if you do not personally have epilepsy but you are maybe a career or you work with people with epilepsy?
Herems: Yes
Interviewer: Okay, so the care centers you work with and the support groups that they establish, who are they operated by?
Man: they are operated by members of the community just because here in Malawi we have health centers and health centers are throughout the country, so in those health centers there are people just because they are in the community or in the villages, so in the village set up, there is a Traditional leader and other leaders, also looking at the set up in a hospital we have what we call the community Health personal like assistants and whatsoever. So they know these people and every time they come to the hospital, among themselves they do choose who to lead them as their leader.
Interviewer: 	Okay, so normally, is what you are saying that normally I every health center throughout 	the country, there is some kind of support group for people with epilepsy?
Man: Yes.
Interviewer: 	And are most of them quite functional?
Man: Yeah, they are functional. I can say that they are functional because we have been following them where we have established but we have not established all over the country, but we are hoping to do that just because we are on the verge of growing.
Interviewer: 	Okay, that’s very impressive
Man: We have started with XXX, XXXX, and then XXXX where we have XXXXX hospital. 
Interviewer: 	So you are working with XXXX and any other key partners who specifically deal 	with epilepsy?
Man: Yes, We were working with XXXXX.
Interviewer:	 Okay, cool. So they are the main two that work on epilepsy?
Man: Yeah.
Interviewer: 	Okay, And in terms of communicating to those members, do you communicate through 	those support networks?
Man: Yes we do communicate through those support networks and also if we want to communicate on a broad perspective we use the media because the media is always there for us.
Interviewer:    Okay I see, so you do kind of television or like what type of media, how would you 		approach it?
Man: There is television, radio and all and the print.
Interviewer: 	Okay, so how do you get funding to do those kinds of those, because obviously those kinds of things are expensive?
Man: Yeah they are expensive but we have built relationships with these media houses because they understand what we are up to because we are development  oriented. We are not a money making organization but we are a charitable organization.
Interviewer: 	Okay so they assist you in that manner?
Man: Yes, and also in times when there is need for funding, we source funds between 	ourselves so that we can support a program or an interview that has to be done on 	television or radio
Interviewer: When you say you source funds amongst yourselves, does this mean members donate money towards . . .? Is this what it means?
Man: Not any other member but the key members, just because it is an organization that has just started but not any other member at this juncture we cannot ask money from any other member because they will tend not to understand what we are up to. They might suspect that we are in need of money or just want to rob them, but like myself, if I have money in my account I can say am giving to the organization.
Interviewer: 	Wow, so it’s really self sustaining as well huh?
Man: Yes
Interviewer: 	Okay, what am also interested in is how people who are not at present connected to  epilepsy organizations but also these other organizations we've been mentioning, there are obviously people in communities in Malawi where they have a disability but they do not know about the potential services, they are not connected to any D.P.Os. Is that the case?
Man: Yes, others are not connected to the D.P.Os, as XXXX is in existence, its mandate to try to bring people to their organization, to their D.P.Os so it has been working on making people aware of the D.P.Os such as the epilepsy association, people were made to join the epilepsy association as the D.P.O available for them and for their rights.
Interviewer: 	So does XXXX tend to work through district council to spread that message and also through the CBRs in some areas?
Man: Yeah, through those structures just because they have district comities which is a 		district structure and also they have other stake holders who are available like if 	XXXX who are doing the CBR project and we also use the XXXX to spread the message that you people you have your association in place so you need to register so that you become a member of the epilepsy association.
Interviewer: 	So if you were a member in some other part of Malawi of the epilepsy association, would you have a number that you could call for support?
Man: Yeah, there are numbers to call
Interviewer: 	Okay, so I guess the important questions from me are weather you think epilepsy has any barriers to you obtaining clean water and good sanitation facilities in the same way as anyone else would.
Man: It has, looking at our context, we have wells very far, so someone with epilepsy, it not advised for them to walk long distances or do work like cooking and such, so if you do not have access to clean water, you are not free to exercise your rights.
Interviewer: 	so for you it’s kind of disempowering in that sense. So for you would you normally get water from the well? Or do you just normally have it in your house?
Man: I get it from the borehole
Interviewer: 	so I guess a borehole is more manageable or are you still advised not to get the water from the borehole.
Man: Yes, we are advised not to do that
Interviewer:	 Okay, so why is that, because boreholes are obviously a controlled source of water?
Man: No, I meant we have a well.
Interviewer: 	oh, so falling in the well is the major concern and if you access water through an open river that would also be a major concern. But as a young male would collecting water normally be your responsibility?
Man: No
Interviewer: 	Okay so it would mainly be for the females. So for you personally does that feel like a loss of opportunity? Do you feel less able to contribute to your community, to your family because you cannot collect water?
Man: No, not that.
Interviewer: 	So maybe if you were a female of the same age then maybe you'd feel this way? 
Man: one other thing is that here in Malawi if you are talking of water, you don’t have excess water, the water is limited and you have to use what you have got accordingly so for example with me I have epilepsy and  let’s say within the night I have seizures but there is limited water. That means I cannot wash my body and clothes properly so this is a major challenge. It means there are a number of people who you can tell have epilepsy because of how they smell. Just because of water limitations. When I experience those nights it’s a tough moment for me.
[bookmark: _GoBack]Interviewer:	 Okay, that is not something I factored in, but yeah obviously water scarcity is an issue in terms of many of these issues we are dealing with, for example I was talking to someone who was blind and she told me that when water is scarce they do not give her any because they think she won’t notice because she is blind. Am also quite interested because you said people think epilepsy is contagious so I was wondering do people think they can get epilepsy too by sharing the same water or toilets as someone with epilepsy, how do they assume that it is contagious?
Man: well basically they avoid you when they see you have epilepsy and avoid using the things you use, but am very happy that if you are looking at parents, they are used to their children so they understand better, but to fellow children it is really a challenge for them; they can’t accept you because you have epilepsy.
Interviewer: 	Does it happen that because of the epilepsy, some children wouldn’t want to share with you, things like toilet facilities or water points?
Man: not for parents but for others surrounding you, they do have such a mentality, that if we are sharing the same toilet, they might be affected because they think it’s contagious.
Interviewer:	those kind of social barriers are what I am interested in because people with physical disabilities are telling me about the physical infrastructure problems I think what will be quite a lot more challenging for the study to address is how do you overcome a social perception issue, what can be done, from awareness raising to changing people’s perception of epilepsy so that that is no longer a barrier to access?
Man: I think changing people’s perceptions is very good way and can be done through raising awareness within the community.
Interviewer: 	So if you were in charge of an organization what would you do to make sure that things are changed, what would be the program that you would design?
Man: I would work hand in hand with community leaders just because they have the structures and they know how to spread the message so that how it can easily work and I would engage they and I would look into other areas like schools and I would engage the head teachers.
Interviewer: 	so would pick the people that are most influential and you would change their opinion first and they would hopefully spread that to others?
Man: Yes
Interviewer: 	I understand many people with physical disabilities would go to a hospital to seek medical advice but most parents with children with epilepsy take them to traditional healers, maybe you can expand on that and how we can involve traditional healers going forward?
Man: Traditional healers were involved because up to three years ago, people were unaware that epilepsy has medication and it was believed that only the traditional healer can heal epilepsy. But as of now people are now aware that epilepsy has medication because of our association, two years ago we had an issue when people had found out, they started flocking to the hospital until the supply was low and the government had to be informed to prioritize epilepsy medicine
Interviewer: 	well that is good in the long term. So we talked about water as one of the main challenges, are there any other problems you can think of inters of toilet access or sanitation access?
Man: About toilets we are looking at how the toilets are like, if you are talking of epilepsy, it’s a psychological issue to do with the brain, so once you get in the toilet, if it is not designed in the proper way, it can confuse your brain and cause you to have seizures especially pit latrines they are very confusing.
Interviewer:	 so you think it’s the fumes and the light difference that cause this?
Man: Yes, that too, and also the hole made, because looking into it as well as the height might disorient you, so I would advise that those pit latrines must be designed better in future.
Interviewer: 	what do you think could be done in order to solve this problem?
Man: Yes, the pit latrine must be designed in a way that it is raised and not just one big hole.
Interviewer: 	Do you think handle bars would help?
Man: Yes, that would be very useful.
Interviewer:  	In terms of the social side, if there is a program coming to your community to address water and sanitation, would people with epilepsy feel left out of such meetings?
Man: Most of the time, they were the group that was left out, and when organizations were addressing people with disabilities, people with epilepsy were also left out.
Interviewer: 	So it is even excluded within disability circles? 
Man: Yes
Interviewer:	 If you were running these kinds of water and sanitation programs, what processes would you put in place to make sure people with epilepsy felt included in any kind of community event.
Man: What I would do is, my meeting would include people with all disabilities, not just particular ones but all disabilities.
Interviewer: 	So it is about specifically trying to identify them in the beginning and including them from the start?
Man: Yes and also encourage them to not under estimate themselves and feel that they belong in these meetings and they must not exclude themselves.
Interviewer: 	How would you do that? How would you encourage those with epilepsy to boost their esteem and feel like they belong in such meetings?
Man: I act as a role model to the people, I have been on TV and on the radio addressing epilepsy, sharing my story and sharing my vision and also talking about a lot of heroes who have epilepsy but have done great things, politicians included, so I think the key is to not be ashamed of it. It’s an issue of addressing it and accepting it so that others can accept you
Interviewer: 	When we are talking about water facilities, how can a well or an open river be modified to facilitate someone with disabilities, obviously we are not encouraging people to use an open river as a reliable source of water but the reality is that people still use this to wash their clothes there and bathing water there, so how can one improve the facilities?
Man: the river cannot be modified, but what I would do is let the people be aware of those with epilepsy and how to handle them, because someone with epilepsy cannot go to such places alone and will need people to help them. So those with epilepsy must not be left to go to the river alone, for protection.
Interviewer: 	so you think it’s more of improving the infrastructure within the community rather than modifying the facilities?
Man: Yes, the community’s responsibility to support and protect each other.
Interviewer:	 Is there anything else you would like to add that I haven’t asked about?
Man: I think we have done everything.

