Caregivers of a girl, 14, epilepsy, intellectual disability, rural. 
Interviewer: what are the challenges things for each of you in caring XXXXX?
Caregiver 1: feeding her.
Caregiver 2: having soap for washing and bathing XXXXX.
Interviewer: is that because XXXXX need more soap than the other members of the family or it’s a problem for the household?
Caregiver 2: for all of us.
Interviewer: we are mainly interested in things that are challenging in caring XXXXX.
Caregiver 3: soap should be included.
Interviewer: why is it particularly important?
Caregiver: soap is particularly important for her because she soils her clothes so it’s mainly for washing.
Interviewer: next?
Caregiver 3: XXXXX needs care all the time. She needs a guardian to be present all the time so wherever she goes she doesn’t comeback so it means somebody have to be full time guarding her therefore that person cannot do other things whenever XXXXX is around as they have to be watching her.
Interviewer: anyone else?
Caregiver 4: XXXXX have inadequate clothes for changing so sometimes she soils quite often and when we wash sometimes we wait for the clothes to dry as there is inadequate clothing.
Interviewer: anything else? 
Caregiver 2: she often develops seizures so need close supervision.
Interviewer: what about understanding each other when communicating (speaking)
Caregiver 3: the other problem is that sometimes we just guess what she might need or want and sometimes what we guess is wrong as she cannot talk to us and we cannot talk to her as she doesn’t speak and it’s a challenge to find out her real needs.
Interviewer: what are the times during the day that you feel the task most exhausted, frustrated and you find the task most unpleasant to do?
Caregiver 3: During the night when we are sleeping she sometimes become awake and start walking about in the house and sometimes stepping on the children and that becomes difficult for us.
Interviewer: is there anything else?
Caregiver 1: no that’s all.
Interviewer: of these things can we put them in order to see which ones are the most challenging?
Caregiver 3: general full time care is the most challenging as it affects our work.
Interviewer: and then after?
Caregiver 3: food.
Interviewer: what about number 3?
Caregiver 1: soap and clothes.
Interviewer: what about number 4?
Caregiver 2: walking up at night as sometimes we don’t even notice that she is awake.
Interviewer: on number five?
Caregiver 3: seizures.
Interviewer: number 6? 
Caregiver 2: not or trying to understanding her.
Interviewer: now we want to talk a bit more specific about this and a couple of other things, I wonder for you, bathing her is seen as challenging? 
Caregiver 3: it is a problem because at her age to be bathed is a problem. We have to lift her to the bathroom.
Interviewer: where is the bathroom?
Caregiver 1: just behind.
Interviewer: is it far?
Caregiver 1: you pass it when you were coming.
Interviewer: does it normally fall to the father to lift her or to all of the women who take care of her?
Caregiver 1: we lift her on our own.
Interviewer: is that a strain for all of you?
Caregiver 1: yes she is heavy.
Interviewer: when you get her to the bathroom what normally happens?
Caregiver 1: sometimes she refuses to take a bath and we have to force her to do so. So one cannot manage but two people have to bath her. Sometimes when she is in good spirit, one person can manage, most of the times it has to be two people.
Interviewer: when does bathing normally happens, is it normally a daily routine or normally after a defecation?
Caregiver 3: every time she defecates, we bath her and it may happen three or four times a day.
Interviewer: do you always use soap or have soap available for that?
Caregiver 3: sometimes she takes a bath without soap when we don’t have money to buy soap.
Interviewer: in your own understanding, what are the consequences of not using soap?
Caregiver 3: soap removes dirty in the body when you don’t use soap it means that dirty can’t be removed so it’s unhealthy.
Interviewer: do you that have an impact in the rest of the family that there is no soap used?
Caregiver 3:  there is a slight different in our needs and hers, she need soap more than us as she has to be cleaned thoroughly because she soils herself now and then.
Interviewer: do you ever worry about your own cleanliness after washing her?
Caregiver 3: initially we used to worry but now we are used with the situation and we take it normal.
Interviewer: where do you normally get water?
Caregiver 3: we have a borehole which is at a distance and the shallow well that is nearby.
Interviewer: what do you normally use for water?
Caregiver 3: the shallow well is used for bathing and the borehole for drinking.
Interviewer: do you always have enough water?
Caregiver 3: we don’t have enough water because the buckets that we use to store water are also used to store other things therefore inadequate space to store water if other things are stored.
Interviewer: bathing of XXXXX must take a lot of water, how much overall water is being used in bathing XXXXX?
[bookmark: _GoBack]Caregiver 3: It takes a lot of effort from all of us. For every 5 buckets of water, we would use three or four on bathing her and we have to carry her to the bathroom, it’s a strain now because she is heavy.
Interviewer: who is normally responsible for collecting water?
Caregiver 1: all of us. 
Caregiver 3: so whoever is closest to XXXXX at that point does the fetching of water.
Interviewer: we didn’t mention bathing specifically before, whereabouts could it go on the different cards? 
Caregiver3: feeding is more difficult than bathing.
Interviewer: what makes feeding more difficulty?
Caregiver 3: feeding is more difficult than bathing because the h/hold is food insecure but XXXXX would like to eat frequently and we cannot provide for her whenever she wants to eat and sometimes she goes hungry as we have nothing to offer.
Interviewer: so this is kind of a financial issue?
Caregiver 1: yes
Interviewer: If you take finances out of the equation, what thing becomes the biggest burden?
Caregiver 3: Seizures would be number one.
Interviewer: why is that?
Caregiver 3: she will still experience seizures where there is money or not?
Interviewer: what process do you normally go through for cleaning up the house and her clothes and her after she defecates?
Caregiver 3: once she defecates in the house, we take a hoe remove the wastes, take off her clothes, clean her and wash them.
Interviewer: what happens if she just urinates somewhere?
Caregiver 3: we don’t see that as much of the problem, we let her be.
Interviewer: Do u do anything or clean up the house if she urinate there?
Caregiver 3: we gave a brush and clean the place.
Interviewer: also after defecating, do you put something over that space for example after removing the poop itself what happens?
Caregiver 3: we cover the space with soil.
Interviewer: I wonder if one of you could show us where they would normally do the bathing with XXXXX or may be its difficult. 
Caregiver 3: we can demonstrate how XXXXX take a bath.
Interviewer: so normally you would move your buckets in as well?
Caregiver 1: the person is placed here and the other one bath her and the other hold her.
Interviewer: and because you bath her frequently as she defecates on her clothes do you have to replace the bathroom regularly.
Caregiver 1: sometimes she is so jumpy when bathing her so they regularly replace it.
Interviewer: it’s also quite a small bathroom, is that a challenge for them as multiple people to bath her?
Caregiver 1: the space is not enough that’s why we are only two people to bath her.
Interviewer: if it was bigger, you would get other people to help with the bathing?
Caregiver 1: its okey with two people.
Interviewer: so how would be the things that would make bathing her easier for them?
Caregiver 1: she defecates on herself without control and we would prefer a wrapper instead of clothes because when we use clothes she get a lot messy and if we use more soap a lot for wrappers.
Interviewer: Do you think it would be easier if it’s a cement floor?
Caregiver 1:  Cement floor would be better because if she is bathed sometimes she sit down and rolls down and get dirty because of the mud.
Interviewer: there is no roof on her bathroom; is that a problem during rainy season?
Caregiver: it is difficult during rainy season, we normally wait for the rain to stop and bath her and even if the rain stops, there is still mud inside.
Interviewer: so you were saying early that you have to fix the bathroom regularly, how often do they have to build a new bathroom?
Caregiver 1: sometimes after two months we would repair the same bathroom may be by adding more grass.
Interviewer: how often do the people in the family have diarrhoea?
Caregiver 1: sometimes once or twice a month.
Interviewer: does XXXXX have diarrhoea regularly? 
Caregiver 1: at some point when she came from the hospital she had diarrhoea often but now she doesn’t have that regularly.
Interviewer: has XXXXX have her periods already?
Caregiver 2: She started doing monthly periods but after the hospital for three months she hasn’t had the periods then.
Interviewer: so the issue of hospital is quite recent?
Caregiver 1: three months.
Interviewer: what happened at the hospital? What made her go to the hospital?
Caregiver 1: it was malaria.
Interviewer: how do you manage her during her periods?
Caregiver 1: it’s not easy to take care of her when she is having her periods because when we put a wrapper when she is alone she would take off her clothes so sometimes we don’t even bother.
Interviewer: the issue of bathing her is it more often when she is having her periods or regularly?
Caregiver 1: when she is having her periods we bath her most often.
Interviewer: roughly how many times a day?
Caregiver 1: sometimes five times a day.
Interviewer: do you have to do anything to clean the environment if it gets blood on?
Caregiver 1: we just take dust and cover where there is blood.
Interviewer: are there other things that you would like to share with us?
Caregiver 1: nothing.
Interviewer: thank you very much.




 




 








 






 

