Additional file 1
We developed the interview guide specifically for this study. Of note, it followed the WHO guide for community-based management and care of people with dementia (available at https://iris.wpro.who.int/handle/10665.1/14014), which includes the following domains: (i) Needs assessment; ii) Early detection and management; iii) Community engagement; and iv) Support people with dementia/family members. We have uploaded a copy of the interview guide as a supplementary file as directed.

[bookmark: _Hlk527022511]IN-DEPTH INTERVIEW GUIDE
TRAINING NEEDS ASSESSMENT OF COMMUNITY HEALTHWORKERS IN COMMUNITY-BASED MANAGEMNT AND CARE FOR PEOPLE WITH DEMENTIA. A CASE OF MBARARA DISTRICT, SOUTH WESTERN UGANDA
Introduction
My name is Christine Karungi a researcher. I am going to ask you questions about care for elderly people with forgetfulness (dementia) in your community. There is no right or wrong answer. Please answer each question in detail. Your answers will help to generate a training program to address any gaps that VHTs will need in order to improve care for persons with dementia.
Demographics
a. 
b. Gender 
c. Age 
d. Level of education
e. Sub-county
f. Parish
g. Village/cell
h. Number of households 



NEEDS ASSESSMENT 
1. What would you say about someone who forgets a lot?  
Probe for
a) Losing track of time
b) Becoming lost in familiar places
c) What they would do to help
2. What are the common physical and mental problems of older people in your community?
Probe for 
a) Common physical problems for older men/women
b) Common mental problems for older men/women
3. About how many elderly people (60+) do you have in your community?
Probe for
a) Number of men/women
b) How do you confirm their age?
4. What resources are available (support groups) in your community for people with dementia (disease of forgetfulness)
Probe for NGOs, church programs

EARLY DETECTION AND MANAGEMENT 
5. How do you communicate with people with dementia (disease of forgetfulness)?
Probe for
a) Talkativeness
b) Body language (smiles, hugs, touching hands)
c) Talking to family member(s) or caregiver(s) (number of times)
d) Listening to stories from the person with dementia and their family members
 
6. About the persons with the problem of forgetfulness, how do you know who needs a referral to a primary healthcare facility for special attention? 
Probe for the signs they use

7. Have you in the recent past seen any person with the problem of forgetfulness. If you saw such persons what did you do for such persons?
Probe for referral or linkage with health facility or forms of care
8. Are you satisfied with how you manage persons with the problem of forgetfulness?
9. If not satisfied, what do you propose would help you manage such persons? (recognize or refer)

COMMUNITY ENGAGEMENT 
10. As a community worker, you are concerned with the well-being of the whole community. Please tell me about your roles to the households you are attached to? 
Probe for
a) Visits in homes, schools, workplaces 
b) What they do during the visits in terms of people’s concerns, worries and health conditions

PROPER CARE for PEOPLE WITH DEMENTIA/FAMILY MEMBERS 
11. What do you require if you have to properly care for people with dementia? 
Probe for
a) Engaging the family
b) Encouraging self-care (eating, bathing, personal hygiene)
c) Promoting home safety
d) Accessing available resources (like church, support networks) 




END…
       











Additional file 2: Availability of data and Materials
We appreciate this suggestion and now include the codebook we used for our analysis.
 We have specifically highlighted the codes included in this manuscript. 
We would prefer not to share the individual transcripts to protect the confidentiality of our  participants, which is consistent with our regulatory ethics approval and developing normative standards (see Tsai et al, Promises and pitfalls of data sharing in qualitative research, Soc Sci Med. 2016 Nov; 169: 191–198)

Code book 
	Code 
	Description 
	Examples 
	Selection

	Needs assessment 

	In needs assessment, we carried out a situational analysis to identify the VHTs’ gaps in dementia care and management.
	“What I need is training and nothing else, because I will not lie to you that you give me money and I will give it to them. I need training, I need to be educated so that I will teach them (the patients) to take care of themselves and live for longer" (VHT 1, sub county 3)
“I need to know what I can teach the caregivers of these people (with dementia) on           how they can live with them… like having concrete knowledge and skills because I initially thought it was part of life. Something that happens as people age in life and after knowing it is a disease, where can this person be referred?” (VHT 3, sub county 2)

“Someone can just decide to move but with no specific destination or program (plan) …and such people are helped by others to find their way back home. Then when a person gets lost and fails to trace their way back home that shows aging because the elderly can somehow get blind when they age.” (VHT 5, sub county 1)
“I think being forgetful is a disease that does not necessarily come with old age because being forgetful has also appeared in middle ages for example I had a friend of mine aged 40 – a VHT as well but not elderly but he used to complain that he forgets a lot and finds it difficult to remember even where he would place his phone and to him it was a big problem and he was worried” (VHT 8, sub county2)

“if we can get trainings, it adds a lot to our expertise on how to educate the care givers and how to care for these people. Although we help them but most of the things, we are not trained in them.” (VHT 10, sub county 1)

“As an individual, I feel I need more skills on how to handle “my elderly people’’ because they may ask a question and I fail to answer, where I need to go inquire from another person which isn’t good so I would like to be trained so that I have more skills about handling these people and this helps me to serve people confidently.” (VHT 3, sub county3)
“I am hopeful, now that you have come; I know we are going to work together with you; you are going to teach us how to take care of them. I am sure that I will proudly add on how I was teaching them and they will be happy, because they usually believe in us.” (VHT 1, sub county3)
“…now us like VHTs we requested that if the NGO can, it should give us things that can help us like gumboots, umbrellas, because when we used to be like deep in the villages visiting people, for example in Nyakatugunda village, when rainfall finds you there, it becomes a tag of war, you don’t have an umbrella, you don’t  have gumboots, you are walking in the banana plantations, you find children’s excreta, so you find that if you had these stuff, may be  like a bag where you put your book in case it rains, because you need to keep them since they will get destroyed once it rains on them, (greetings) so we would ask for such things from an NGO so that it can them to us so that we can get what we can use when we are walking, and at times the clothes also, so that if you are walking, they are able to notice you as a VHT.” (VHT 5, sub county3)
“…the needs are there and they are needed, because, they told us that we are volunteers, and we accepted that we are volunteers, but even if we are volunteers, you also have your family and you also have your basic needs, even if you have spent the whole day there walking, the children also want school fees, so you find that if they can get some allowance so that it can help you the fact that you spent the whole day there walking, you get more motivational to work for the people.” (VHT 5, sub county 3)
“…. there is where you find that it is far, sometimes you need transport, things needed if you find someone in a critical condition to take him/her to the hospital, VHTs should be helped in any way, because he/she is community health worker, helping the sick, the children, women, old people and every one in his/her own way.” (VHT 6, sub county 3)
“Am not satisfied with available means, and first of all there has not been any person who has been taken to hospital for treatment of dementia, then us as VHTs we did not know that a person with dementia can be treated, more so, there is no support for these people in cases where you find they have no children, or their children are school going and this person is the provider so this means that such a person who stays alone may be found in the house dead or the one with children fail to  go to school; so am not satisfied with the available means.” (VHT 10, sub county 3)
“One, the community needs to be sensitized to know how they can manage dementia patients though families are of different status so,  you may find that even though management has been taught, families are not able due to financial constraints so social groups for these people can also be formed like ‘’bataka tweragurize’’   where maybe members save 1000 a month so this will help such families who cannot afford to take their people to hospital.” (VHT 10, sub county3)
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	Early detection and management 

	We wanted to know if the VHTs had the ability to detect signs and symptoms of dementia.
	“aah, there are so many things attached (to dementia) and I don’t know whether it is a disease or what! But it is a very big problem affecting many people and I do not know how it comes up and I see most elderly people in my village with such a condition but do not know how to help them” (VHT 5, sub county 2)
“We always advised them according to our thinking, not that we were taught on how to. So as VHTs, we were visiting them on our own, out of our will and we would advise according to what we think. Depending on their weakness, we would see how best to advise them. But we weren’t trained, but as VHTs, that’s what we are supposed to be doing.” (VHT 1, sub county3)
“I think being forgetful is a disease that does not necessarily come with old age because being forgetful has also appeared in middle ages like 36 because you may have set an appointment to meet someone and when you go to their place to inquire, they will say ‘’ eeh I really forgot about it’’ so I think it is a disease that is affecting all of us.” (VHT 3, sub county3)
“There those who do not even know how the days of the week, (noise of a bird in the background) even not knowing that it is a Sunday and they need to go to church or what date it is, what occasion is there, sometimes when he has a program, or maybe he wants to go for a “kigombe” gathering, this side we have many savings groups  where we get money in most cases, They forget  that for example this day is a day for meeting, at someone’s home, even “bataka kwezika” (social  “ Social groups) those are the things.” (VHT 1, sub county3)
“They have no peace, they are always complaining, saying this is lost, her money is lost, her food has been taken and yet even the food is near her. She either says children have eaten her food or they are looking at her with “pity” when the old woman has many children, she wants to sleep here and there because she says people the other people hate her.” (VHT 7, sub county 3)
“Sometimes when you are discussing with this person, you release this person has forgotten what you have been discussing and she now goes far, she leaves what she was talking about her minds go far. When you insist on her, she tells you she has a disease and she forgets.’ “When I am going to do this I forget, maybe it is allergy. “So, I tell her “you say its allergy and yet you have never gone to the hospital for medical checkup, go to the hospital and first do some medical checkup they will tell you why you keep forgetting.” (VHT 8, sub county 3)
“We had not yet known that dementia is also a disease, we knew its old age because us as VHTs, we knew nothing, we knew it is old age of a person, when he reaches 60 years, it is compulsory for someone to forget a lot and not to remember the past.” (VHT 4, sub county 3)
“…you find someone forgetting and most of them normally forget during day time, you find him/her asking you that “what’s the time now, what is the date today?” so you find them running short of time without knowing what the time is, during day time up to evening time, but he or she cannot forget during the night because he/she keeps knowing that it’s night but during day it’s when he/she loses track of time.” (VHT 6, sub county 3)
“Umm…..there are some people I know of even though not in my community but in my parish who forget to the point of losing their way back home like there is a certain elderly man who cannot even recognize the wife and his children and I think that maybe due to brain, or maybe if someone ages, their brains get stuck and they stop functioning however I did not know that this could be an illness.” (VHT 10, sub county 3)
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	Community engagement 

	In terms of community engagement, we were looking for how the participants organized community support for healthy ageing and dementia.
	“…do you think we really have that (community support)? I do not think so because that would be coming like from social support groups…but still those do not help sick people, but instead in the burial of the deceased.” (VHT 10, sub county3).
“There is no direct support for these people since we had not known about it as a disease, but maybe just visiting them and referring them to our “simple” health center IIs to talk to the doctor and some “simple” prescriptions are given and also just the feeling of having talked to the doctor makes them feel better. So that’s it. I make sure I give hope to this person, the hope of being better.” (VHT 3, sub county 1)
“we have not found any in my village, because they (government) had even registered them to provide some support but they (elderly people) did not get it. No organization has ever come targeting elderly or even those with dementia but in Rugando, I hear that there is some group from Mbarara University that comes and treats the elderly from their homes.” (VHT 1, sub county3)
“So some of them have their neighbors as their friends so if I see them visiting I encourage the person he has gone to visit to ensure he escorts them till home to make sure they are home and not stopping them on the way because they may take a different direction.” (VHT 2, sub county1)
“For the churches, they just preach to them about having a better life, however for those who still have children to take to school. It comes up and looks for a way of developing such a person but otherwise at 60, the church advises these people not to take things that destroy/cause harm to their health more like intoxicants. So being born again from all sins and encouraging growth in their homes is the major message provided by the church.” (VHT 3, sub county 3)
“….they forget indeed, but there is no any remedy that we have been giving them, minus advising them in terms of feeding, always getting greens so that they can be helping him/her, but there is no any big advice. May be as a VHTs we have been advising them to always feed him/her well, we had given them a certain variety of sweet potatoes in that when she/he eats it, it protects the body against diseases. So we have been advising them in that they can prevent them from sicknesses, so that even if she/he forgets, it should be brought by old age, for us we used to know its old age not the disease.” (VHT 5, sub county 3)
“Umm, do you think we really have that? I do not think so because that would be coming like from social support groups like ‘’bataka kwezika’,’ ‘’ bataka kwehwera’ ’but still those do not help sick people, but instead in the burial of the deceased.” (VHT 10, sub county 3)
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Support for people with dementia / family members
	We were interested to know how the participants support self-care for healthy ageing, talk to people with dementia and their families and make referral, support family and caregivers, and self-care.
	“I also talk to them (family members/caregivers) and encourage them to stay close to these people (people with dementia) because they are already vulnerable, and they also need feeding.  And that they (family members/caregivers) should not leave them (people with dementia) alone and spend long hours without returning. This prevents these people (people with dementia) from being tormented thinking that; my children abandoned me, no one likes to be with me; so to avoid that we encourage them (family members/caregivers) to stay close and understanding to this person.” (VHT 5, sub county 1)
“Like I had told you, when I go to visit them (people with dementia) and maybe find them in a dirty environment, unwashed clothes,…we were told to always help the needy in every possible way. As a VHT member, I ensure they clean up and I help them to improve their hygiene. If I am well quipped for example with enough soap, I give them a piece and tell them to take a bathe so that next time I find them clean.” (VHT 2, subcounty3). 
“I communicate to them when I will be back for the next visit because if you do not, you may go and fail to find them there so, they keep it in mind that VHT said he would be back on this and this day.” (VHT 7, sub county2)
“There is no, help. I have never seen them bring drugs for forgetfulness; I have never seen them bring anything for the elderly…. Churches, maybe it’s in the last days when I saw the church gathering things to give people who are needy. But it’s unusual.” (VHT 2, sub county 1)
“now the kind of help that is available, personally, when I visit these people and find their care givers at home, I have to heath educate them, tell them to always remind these people about the drugs because this old person will not remember instead, he will forget as soon as you leave, tell the care givers to be responsible over his life.” (VHT 10, sub county 1)
“There is no direct support for these people since we had not known about it as a disease, but maybe just visiting them and referring them to our ‘simple’ health center IIs to talk to the doctor and some ‘’simple’’ prescriptions are given and also just the feeling of having talked to the doctor makes them feel better. So that’s it. I make sure I give hope to this person, the hope of being better.” (VHT 3, sub county 3)
“…there hasn’t been any resources, because we didn’t have any drug that we give them, or else that if she/he goes to the health center they give him/her. Even if she/he goes to the hospital, she communicates how she/he is suffering and they will give her/him what she/he has found there. But there has not been any specific help for the people with dementia, I haven’t yet heard about it.” (VHT 5, sub county3)
“About organizations, the organizations I know about help the children not the adults for example Compassion International but if they also came up and brought this “message’’ to us, we would welcome it because there are diseases that are preventable and non-preventable, though I do not know if this is preventable so, I also urge that when research is being made, let us know how dementia comes about, is it preventable or not and if it’s not then we wait until death comes.” (VHT 10, sub county 3)
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