Man, 40, paralysis, urban

Note: this interview also covers the participant’s work with a DPO

Interviewer: Ok, so maybe you can start by explaining to me what your organisation presently does, the 
community that you serve and a little bit about your membership.

Man: Thank very much. My name is XXXXX, I work with XXXX in Malawi. Our main focus is access; we want 
to have access in everything like education, employment, water and everything in 
Malawi. We want disabled people to have access to everything. You know being a person 
with disability our main problem is mobility and for us to access services that’s where the 
challenges are. For instance if we go to the hospitals we find that there are some steps, 
you make sure that ramps are provide in every school to make sure that each and every 
person with physical disability is bale to access every services available in those 
situations.

Interviewer: Do you have existing projects or it’s mainly advocacy based organisation? 
Man: As of now we don’t have a project. The only project we did last time was a research 
about water and sanitation. The main challenge is that we don’t have a specific donor for 
our organisation so we are trying to come up with a proposal to see if we can get a donor 
so that we can implement a certain project which can help the people in Malawi.
Interviewer: In terms of your membership, how do you identify people in the community and how do 
they connect with you?

Man: For community membership we have some branches in XXXX and XXXX, 
XXXX, XXXX. Last time we had a train of trainer’s workshop which was conducted 
by XXXX. We had representatives from all over 
the country. When ever there are issues we make sure we get in touch with those 
members.
Interviewer: So you kind of have like point people?

Man: Yes.

Interviewer: Ok, well, the let me ask you about what you think are the major challenges are for 
physically disabled people in accessing water, sanitation and hygiene.

Man: The challenges are many especially in rural areas and even in towns. Most of our toilets 
are pit latrines and for someone with a physical disability to squat there it’s a problem. 
What I think for people with disability to have access to these toilets is if the government 
can put up a mechanism where they can build a toilet with a raised seat so that one can 
seat there. I have an example of my grandmother who is very old, she is 95 years old. So 
after the pit latrine was made, she put bricks and put a raised seat. So when I go home for 
five years now to my grandmother I feel very happy because I know I am at home and 
everything is ok.
Interviewer: What made your grandmother do that because that takes quite a bit of initiative to be able 
to see a problem and think of a way of changing it?

Man: She had a problem herself.

Interviewer: Because of aging?

Man: Yes 

Interviewer: so she was experiencing this and she couldn’t use the pit latrine like normal. Did she get 
advice from someone or she came up with the idea?

Man: It was her idea and last time when I went there I asked what made her to do this she 
said I started having a problem so I decided of doing this alone.
Interviewer: Because what I have seen in communities so far is that many people with disability have 
toilets exactly like everyone else in their community and maybe they have a problem 
imagining alternatively what a toilet could look like.

Man: It’s a big challenge because what I see is that people in the community don’t that as a 
challenge; they think its normal to them but to a person with disability is a big challenge 
so as an organisation we try to advocate to the communities so they can change the 
attitude in terms of this situation to say that when there is a person with a disability the 
family members should do something to this person so that he should also be accessing 
the toilet.

Interviewer: Do you think that its also a problem for disabled people to think that it has to be like that 
and their challenges in access is just like ok ill have to accept this.

Man: It is because we haven’t done much on the advocating. Of course those people we have 
advocated to do change but most of people in the villages we haven’t done much to get to 
people with disabilities as I have said we don’t have many programmes that can take us 
to those people. But they think its normal and its supposed to be like that.

Interviewer: Like normalizing it, we will come to that. So you have talked about the issue of the toilet 
being raised, if we talk about toilets specifically, what other things should be done so that 
people with a range physical disability can access the toilets easily?
Man: Apart from raising the toilet seat, the toilet itself should be spacious so that when 
someone is using a wheelchair like me can go into the toilet without any problems. Most 
of these toilets in the villages have very small entrance is making it impossible for a 
person with disability to go in.

Interviewer: Ok, so bigger entrances, raised seat, anything else?

Man: And we have also talked about water. The sources of water is another challenge but this 
time I have seen some places there is a good development in water because I have visited 
some villages and there is water everywhere now.

Interviewer: So do you think organisations are coming in to provide boreholes?

Man: Yes so that is one good development.

Interviewer: So there is more water points available but that doesn’t necessarily mean they are more 
accessible for people with disabilities.

Man: No its not.

Interviewer: Did you finish on the toilets; are there other things on the toilets that should change?
Man: I have said that they should have a raised seat, big entrance and spacious.

Interviewer: Do you think that there is need for any other kind of assistive device maybe a handle bar?

Man: Yes, there must be handle bars because people with disability we face a lot of 
challenges. There is no way I can move form my seat to the toilet chair without holding 
something. So that is supposed to be built and placed there so that when a person with 
disability using a wheelchair like me I go into the toilet, help myself and go.

Interviewer: And what about the availability of water and things inside the bathroom like hand washing 
for example, what challenges do you face in that regard?

Man: What we are talking about now we should be thinking of somebody in the rural areas 
where water is a problem. On this issue what I have seen in the villages is that people 
place empty bottles, they put water and they make a hole so that whenever they visit the 
toilet and they help themselves they open a bottle and the water comes out. That’s the 
only thing which can be done.

Interviewer: If you had a toilet that was big enough to get the wheel chair in and it had raised seat, 
where would the hand washing facility be placed?

Man: It should be placed immediately outside the toilet.

Interviewer: Do you think there is a challenge because I was speaking to some physically challenged 
people in Lilongwe who uses crutches and they said that one of the big problems they 
have is that when they go in the toilet when they hold the handle and they put over here, 
they use the toilet and then they have to touch the crutches again and anything yukky on 
the crutches before they can go out and wash their hands, and they are putting their clean 
hands back on the crutches, the same applies with the wheel chair. So there seems to be 
different issues in terms of hand washing for people with disability than people who don’t 
have disabilities, how can we address that?
Man: I think this one is very complicated in the sense that there is no way you can use the 
toilet then you want to go out and you need to touch your clutches or wheelchair and then 
you wash.
Interviewer: Dou you think there could be a sitting on a toilet and then lean over and wash your hands, 
do you think there is such a design.

Man: There is no such design unless as you are speaking you are now opening my eyes.

Interviewer: So there is no such design at the moment but it would be possible?
Man: Yes it would be possible. In other words you should be having hand washing right 
away in the toilet. After finishing you wash your hands, get your clutches and then you 
go out. But the problem is that there must be a basin where the water will be dropping, 
but with our current situation it would be difficult because most of these people in the 
rural areas are the poorest people. So for them to get all those things its not easy.
Interviewer: Yea with that I suppose looking for small modifications that can be done at a very low cost 
with things that are available.
Man: Yes.

Interviewer: We have talked about hand washing and toilets. And mainly we have talked about 
infrastructure but what about also the environment of the toilet for a person with a 
physical disability. If it’s a toilet that other people are using and maybe its kept unclean, 
how does that affect a person with disability?

Man: That is a very big challenge. You find that there is a person with disability at the family 
but where the toilet is there are stones and it’s a hilly place; you cannot go with a 
wheelchair. It’s a very big challenge. But because a person is born and grown up in that 
environment they don’t see it as a problem.

Man: In that situation perhaps you are suggesting the person is not using a wheelchair and 
they are crawling?

Man: Yes.

Interviewer: And they are entering the toilet that might be unhygienic, tell me about the issues then.

Man: For these issues to be corrected the best way is to speak to the communities, the 
villages should be responsible enough, wherever there is a person with disability they 
should make sure that he is well cared in terms of the environment of the toilets because 
that’s where the problem is. The community can be responsible for cleaning the toilet.
Interviewer: I have heard of quite a few people who use slippers when they are using their hands or 
even organisations who give out hand pads or knee pads, do you think that an acceptable 
solution to the problem?
Man: Those hand pads and knee pads are just helping them to move but they are not solving 
the solution.

Interviewer: So the solution only comes in engaging the community?

Man: The solution only comes in engaging the community and the churches. That will be the 
solution because even if you give them the pads and the place is still unacceptable that’s 
nothing.

Interviewer: You briefly mentioned about churches, can you tell me what the church’s role is to help 
with things like access to water and sanitation.

Man: The church’s role is that they should take a role in sensitizing the people on the issues 
of disabilities because they are their fellow members. They must look at what is 
happening to their members regardless of how they are.

Interviewer: And when the church or the mosque leaders when they speak, is that very influential in 
communities?

Man: They are very influential in communities.

Interviewer: So the would be a good people to raise the voices of disability issues?

 Man: Yes, I can give you an example of our church XXXX. I was elected a 
church elder and that year I was asked to have an activity and what I did is that my main 
activity would be to make all the toilets are accessible. Even if you go to XXXX today you can find that all the toilets are user friendly.

Interviewer: Ok, That’s great. Is it near by that maybe we can go and have a look?

Man: Yes it’s nearby.

Interviewer: Ok, maybe we can go and have a look on our way out. So that’s toilets, what about access 
to water you were saying that there is a great improvements in the number of boreholes 
being built but that’s not necessarily more accessible.

Man: I am saying its not accessible to persons with disability because for them to go and 
draw water it’s a problem; they need someone to go and draw water for them. Most of 
these boreholes are not user friendly to persons with disability.

Interviewer: So from the designs that you’ve seen in communities, what could be changed so that they 
are accessible?
Man: As I have said it already, most of the times what can be done is to sensitize the 
communities first.
Interviewer: So that has to happen first?

Man: Yes. If the community can change the mindset, each and everything which happening 
in the community can be accessible to a person with disability. 

Interviewer: So that should happen before these water points are constructed basically?
Man: Yes. Because as I have said as a DPO to carry on the project of sensitizing people it 
requires a lot of resources like transport to go there and hold meetings with communities. 
That’s where our challenge is but we have got a role and a lot of work to do but we don’t 
have resources. If we can have resources some of us can have full time, as I am speaking 
we are working voluntarily. If funding can be there we can stop whatever we are doing 
and concentrate on the issues available in the communities.

Interviewer: What about some of the barriers to access that are not to do with infrastructure; for 
example to do with stigma and cultural understandings of disability? Do they play a 
major issue for people with disabilities?

Man: This time there is a very good development; there is less stigma and discrimination.

Interviewer: Often I think from what I am getting in Malawi when people say disability people think 
physical disability. So for people who dot have physical disability but are affected by 
other things maybe intellectual disability, epilepsy or albinism?
Man: To those individuals there is a big stigma and discrimination.

Interviewer: What could be done to address the situation?

Man: As I have said there is a lot to be done by the influential people in the communities. If 
someone has hearing problems, people must respect the person him/her the way she/he is. 
And the same with albinism; there is a very big stigma to people with albinism. You find 
that in the communities people discriminate them.
Interviewer: And do you think that would go to the extent of a person’s access to sanitation and 
hygiene?

Man: Yes, people don’t want to share with him/her so he is always isolated.

Interviewer: Maybe you can tell me a little bit more about the research you mentioned earlier that 
you’ve done a report last year about water and sanitation.

Man: Some of the issues that are in the report are what I have already explained.

Interviewer: Are there any other issues that arose from that report that I haven’t touched on?

Man: No

Interviewer: So how did you go about conducting that report, what was the process?

Man: The research was done in XXXXX and XXXX. They sent the questionnaire and the 
report was compiled as you have seen with XXXX.

Interviewer: So it was very much just a structured questionnaire; there were more questions asked, it 
wasn’t like a conversation, so there was no form of qualitative component to it?
Man: It was because it was a questionnaire and people were responding to it.

Interviewer: But it was like everyone answering the same questions?

Man: Yes

Interviewer: Do you think when we talk about what is written in policy at the central level. What do you 
think are some of the challenges that stop change happening at a local level?

Man: The problem is that what is written in the policy is not domesticated because it was it 
would be influential in the communities.

Interviewer: So that’s in terms of taking it down to the district level. What do you think would be the 
most practical steps that the government should take if that was to happen?

Man: If that was to happen, the government was supposed to put a lot of resources to the 
DPOs so that they should take this to the ground.

Interviewer: Like through a trust fund?
Man: Yes

Interviewer: Ok, So that’s one thing that hasn’t happened?

Man: Yes

Interviewer: and what about in terms of implementation, planning indicators people are accountable for, 
are those steps important?
Man: Those people are very important because there is no way we can do without them 
because indicators should be seen that ABCD has been done. I think that can help.
Interviewer: And if you were to assess access or you are going to look at how well the government is 
implementing the policy recommendations and you wanted to assess how accessible 
toilets were at school for example that the government has built, what do you think you 
should look at? What would you say during a sight visit of the school, what would be the 
things that are important?

Man:  If I am visiting an institution like a school where the toilets are built by the 
government, I would look at where the toilet is, the environment itself.
Interviewer: Before looking at the toilets you look at how you get there first?

Man: Yes. Is it accessible by someone with a disability? If its not accessible then there is a 
problem.

Interviewer: That mean you require someone to ask for assistance.

Man: You see. Then when I go to the toilet I need to see that the toilet is raised for user 
friendly. Next, I have to see if there are any bars for a person to hold for support when 
squatting. 

Interviewer: And would you think that it’s important to also ask students and teachers about…..?
Man: Yes, it would be very important because at the school the teachers are very responsible 
people and they are the ones who take care of every child include the one with the 
disability. So those should be on the forefront advocating whenever a project is 
happening; whenever there is a construction taking place at the school, they should take a 
lead make sure that whatever is happening there should be accessible to everybody.
Interviewer: The students as well should be consulted?

Man: If there is a student with disability at the school they should be consulted and they 
should put their ideas because we have different ideas; for me I can move with a wheel 
chair but someone will need to be pushed. That person who is there should give his/her 
input or what can be done for him to be comfortable.
Interviewer: So I was wondering if at the moment the government is working on standard plans for 
toilet that would include many of the things that you have already talked about, what do 
you think are the problems with rolling out standards for  everyone.
Man: The problem is consultation, if they are doing something as a government they must 
consult each and everybody to put in their input before they begin anything.

Interviewer: Are there any other things you think we should be talking about when we should be talking 
about when it comes to water and sanitation? Maybe one think, in your experience in the 
DPO, your friends in the DPO or even broader than that, do they talk about these issues 
or is there also problems that people don’t really talk about what goes on in the toilet and 
the issues don’t get talked about and then they don’t get dealt with.

Man: They do talk because with the issues of toilets because they bring challenge to people 
with disability and who have none.

Interviewer: So it’s a big part of their life and being able to use toilets independently, what kind of a 
difference does that make?

Man: As I have said if it is a toilet which has just a whole and you need to squat on that, 
somebody with a visual disability it would be very difficult, you have to use the stick to 
assist him.
Interviewer:  That’s sort of more practical things; I was thinking how that makes a person feel to be able 
to use the toilet independently.

Man: If the person should use the toilet the seat should be raised and when he comes in and is 
using it independently it has to be clean.

Interviewer: And does affect the way thinks in their mindset?
Man: Yes
Interviewer: So how would it change their mindset like for example suppose you had a toilet that was 
inaccessible that you relied on someone taking you to that toilet and helping you to use it. 
And then the environment has changed and the community was sensitized and you are 
then able to use the toilet independently, what is the difference in terms of quality of life 
and the way a person feels between these this person and this person?
Man: The difference is that the communities who were assisting to access the toilet would be 
relieved. The person himself would have now have freedom to use the toilet themselves 
so that way the people who were assisting him to use the toilet would be doing something 
else; that is developmental to the community.
Interviewer: Ok, great.

Interviewer: Well thank you very much for your time.

Man: You are most welcome.
