
Interview #1-#11 Full Combined Recorded Transcript (CLEAN)
Interview #1 and Interview #2 (Butaro Health Center)
Interviewer: Thank you for taking this time so we can talk about the role and responsibilities of a community health worker in providing care to patients with serious illnesses.
This interview will last about 45 minutes. I assure you that our questions won’t focus on your personal health.
All information will be securely stored in a OneDrive account and will only be accessible to the research team. Participants will receive 6,000 RWF for their time.
Please remember that your participation is voluntary—you can stop at any time, skip any question, and still receive your full compensation.
Interviewer: Do you have any questions before we begin?
Respondent 1: No, no questions. We can continue.
Respondent 2: No question.
Interviewer: Can you briefly introduce yourself?
Respondent 1: I live in Butaro, in Kabahoro village. I’m a community health worker. In my daily life, I’m married, have three children, and I’m a  farmer that’s basically my life.
Respondent 2: I also live here in Butaro. I’m married, have four children, and I volunteer as a community health worker. That’s about it.
Interviewer: How old are you?
Respondent 1: I’m 46 years old. 
Respondent 2: I’m 41.
Interviewer: Which languages do you speak?
Respondent 1: Kinyarwanda.
Respondent 2: Kinyarwanda.
Interviewer: Are you religious?
Respondent 1: Very much so. I’m a Christian and a choir member. I’m also active in church leadership we love to sing, to pray, and to lead services together here in Butaro.
Respondent 2: I’m also a Christian, Catholic to be specific. I pray at Runaba parish. I’m a baptized Christian and have received the sacraments.
Interviewer: How long have you been a community health worker, and why did you choose this role?
Respondent 1: I became a CHW when a new government program was introduced to bring health care closer to people’s homes, right in our villages. I felt it was my duty to support that vision. I wanted to help care for citizens, children, and mothers. I started in 2008.
Interviewer: What type of community health worker are you?
Respondent 1: When I first started, I was focused on maternal and child health and newborn care. But with the new integrated health care model, we’ve received training to work across all areas, we now care for children, mothers, patients, pregnant women, and we also provide some treatments. We’ve been trained to handle all these responsibilities within the community.

Respondent 2: For me, the reason I became a community health worker is that in 2018, there was a program to elect a fourth community health worker. The community saw that I was capable, so they elected me. Now, I visit patients, some refuse to go to the health centre, so I encourage them to seek care. That’s what inspired me to become a CHW.
Interviewer: What type of community health worker are you?
Respondent 2: I’m in charge of prevention.
Interviewer: Can you briefly tell us your day-to-day responsibilities?
Respondent 1: My responsibilities as a CHW start with identifying and registering the residents in my village. I have to know all the households in my village and understand their demographics, elderly people, adolescent girls, women of reproductive age, and especially children under five, with more attention to those under two, including newborns.
I also identify those with chronic illnesses and people with mental health conditions, basically, I keep track of all those groups. Then I create a schedule, deciding that in a given month, I will make two home visits and ensure that I check in on every group and every individual, noting their issues.
But especially, I prioritize those facing serious challenges, like sick children and patients bedridden at home. These are the people I visit more frequently. If I notice serious issues, another responsibility is to report it to my supervisors. If a patient needs to be referred to a hospital, I help them do that. If they can't get there on their own, I advocate on their behalf.
We have a car here in the community and leaders at the village, cell, and hospital levels who support us in resolving such problems.
In short, those are my duties, knowing each resident and their health status according to their category, whether they are healthy, sick, or in need of special assistance. That’s what we do.
Interviewer: I want to be sure I understand correctly, you’re the one identifying and looking for sick people in the village?
Respondent 1: Yes, we identify them through community mapping and home visits. After visiting, we write a report. We note those with problems and work on getting them help. We advocate for them at the village level, which escalates to the cell, and then to the hospital so that the patient can get the care they need.

Interviewer: Can you briefly tell us your daily responsibilities?
Respondent 2: Thank you. We provide support, I’m responsible for people living with disabilities and for women during family planning periods. I track whether a woman is planning to use contraceptive methods at home or at the health center. I also follow up on children under five. When there’s something I cannot manage myself and they need additional support, I refer them to a higher level of care.
Interviewer: Have you ever supported someone who had cancer and had been discharged from the hospital? How do you work with such patients?
Respondent 1: Thank you. These people stay at home after being discharged, and we continue to visit them. You talk to them, even though they’ve been discharged, sometimes they’re in a lot of pain. I remember one person I was supporting. When I visited, she told me, “I’m in so much pain, it’s getting worse.” I immediately called the person responsible for that patient in our village and said, “This patient is in severe pain could you assist?”
There was a way they could administer pain medication to relieve her. That’s how we collaborate, you comfort them. One time, some university students from Butaro came to visit her. I shared how he was doing, and they adjusted her medication. So, working with them means sharing information, because we don’t have medicine ourselves to give as CHWs, but when we notice serious changes, we call those in charge. They are usually nearby, so they come right away, talk to the patient, and if there’s something they can do, they help.
We also talk with the family, console them, and remind them to support the patient and not grow tired of caring for them.
Interviewer: How do you feel when you’re with the patient comforting the patient?
Respondent 1: As I mentioned earlier, I’m involved in church ministry. Visiting a sick person feels like visiting a fellow believer. You go with humility, and calmness so that the patient can feel comfortable talking to you. You start by comforting them, giving them hope that they will get better. That brings them a sense of peace and confidence, which helps them open up about their problems, because if they don’t trust you, they won’t share what’s in their heart.
So, you speak with them gently, comfort them, and show them that they can still recover, and that treatment is available. Even when they’ve been discharged, you show them what can help improve their condition, and that’s how life continues.

Interviewer: Thank you for sharing with us, even though we understand that this is not an easy topic. Have you ever supported someone who had cancer and was discharged from the hospital, specifically cancer treated at Butaro Hospital? How do you work with such patients?
Respondent 2: I visit them, talk to them, and check whether they are taking the medication they were prescribed properly.
Interviewer: Are the people discharged from the hospital and sent home always cancer patients, or are there other illnesses that lead to their discharge?
Respondent 1: No, it’s not only cancer. There are also patients with hypertension and diabetes. These people are sent home because they are chronically ill, and sometimes their condition progresses to the point of becoming paralysed. As a community health worker, I encounter these patients.
But the most important thing is visiting the household, especially when the family is poor. You go there and find they’re living in very difficult conditions—particularly those with chronic illnesses. You may find someone saying, “I have nothing, no one is taking care of me, so I might as well stop taking the medication.”
In such cases, what we do is visit, encourage them to keep taking their medicine. Sometimes after talking to them and giving them hope, they tell you, “I had actually stopped taking the medication because I just wanted to die.”
Often, with these diseases, people don’t die because they stopped taking  medication they die because they suffered from hunger, lacking  people to comfort them and to encourage them which worsens their condition.
So, we encounter not only cancer patients, but people with various chronic diseases who stay at home, sometimes unable to even prepare their own food,they’re just confined to their homes.
Interviewer: Is there anything else you would like to add?
Respondent 2: These patients who are being cared for at home, some of them are no longer able to come here to the health center, so we go and collect their medication from the hospital. For example, I follow up on someone with hypertension, I pick up their medication every month. I also measure their blood pressure and take the results to the doctors, and they give me the medicine to bring back to the patient.
Interviewer: Is this person someone living with a chronic illness?
Respondent 2: Yes, they have a chronic illness, high blood pressure.
Interviewer: Is this also the same person with cancer?
Respondent 2: No, this one doesn’t have cancer. The one with cancer comes here to pick up their cancer medication by himself . Sometimes they even call him to come and take it, and he goes.
Interviewer: Does the person with cancer know that it’s an incurable disease?
Respondent 2: Yes, he knows. Sometimes he even travels to Kigali for cancer treatment. And when he needs hypertension medication, he comes here and receives it.
Interviewer: Does he know that there might come a time when the cancer could lead to death, or he believes he might survive?
Respondent 2: He knows it is a deadly disease, because when I visit, there are times I find him dancing, saying, “Let me dance so I can live longer,” and saying that he’ll make sure to take his medication, so he doesn’t die. He’s aware. And if he doesn’t come for his medication, they call me so I can go find him and encourage him to come and take it.
Interviewer: Whose responsibility is it to tell a patient that they have an incurable illness that could lead to death is it the CHW, a doctor, a nurse, or the family?
Respondent 1: Regardless, it’s not the role of the community health worker to tell them that, because we didn’t diagnose them. We also don’t know what the doctor told them. I believe it’s something the person comes to realize on their own. When the doctor tells them it’s cancer, I think they immediately assume it’s something they could either recover from or die from.
Even when you try to give them strength and say, “If you take your medicine properly, you’ll recover,” sometimes they reply saying they won’t make it. So, we, CHWs, aren’t the ones who tell them they won’t survive.
At the hospital, they do everything they can to treat the patient, give them medication, do all that’s possible and if it doesn’t work, they decide to discharge them. Sometimes even the family makes that decision after staying at the hospital with them for a long time, and they say, “Let’s take them home to be cared for from there.”
So these are the thoughts people have because they’re discharged from the hospital without being healed and can no longer do anything for themselves, they begin to feel like their time has come or they’re waiting for it to come. That’s where comforting comes in.
Sometimes you can see the signs yourself that the person may not survive, and you focus on comforting them. We had a patient with both cancer and high blood pressure, and eventually, they had to insert a feeding tube at home. Even the patient could see it wasn’t working anymore.
There was another one in our village who used to say, “Maybe if you find me medication, it might help.” He’d ask his children to pick up the medicine for him. Some families are supportive, they comfort the patient and tell them, “Don’t worry, we’ll keep getting you the medicine, you’ll recover,” but eventually, the person still passed away.

Interviewer: When was the last time you spoke to a cancer patient who had been sent home from the hospital?
Respondent 1: We had an elderly man who was staying at home. I last saw him in January, and after that, he passed away. But we used to visit him every day because a cancer patient always wants someone to ask how they spent the day or how they woke up. But in the end, he died.
Interviewer: Your role was to comfort him,did you also help him take his medication?
Respondent 1: Yes, I used to give it to him. He was an old man, living with his elderly wife. I would go to their house to remind them to take the medicine.
Interviewer: Do you remember the type of medicine he was taking?
Respondent 1: I don’t remember the names. They said it was expensive medicine. They used to change it after every three months because his body would get used to it. So they’d switch to another type. Honestly, they really did all they could to treat him. They took him to different hospitals, even to a cancer hospital here in Butaro. There were even people who came to visit him from Butaro university to see him at home. I don’t know the names of the medication, but he was well treated.
Interviewer: In your view, was he in pain?
Respondent 1: Yes, he was in pain because besides the cancer, he also had other chronic illnesses. So, there were times he would feel pain. But what’s good is that the hospital used to manage it, if he had a headache, they gave him medicine for that. If he had wound pain, they gave him something to reduce that pain, so he could carry on. There were times he was in serious pain, and I would call the health center and they’d send painkillers. In the morning, he’d tell me, “It feels lighter now, it’s better.”
Interviewer: So, we can say you acted as the link between the patient and the health provider, when he had an issue, you reached out to request medication?
Respondent 1: Yes, that’s right. There’s a system in place here at the health center there’s someone specifically responsible for people with chronic illnesses. That’s the person we usually call. But the family also played a big role in helping him get treatment and medication. As for me, I would call that medical officer at the health center and they would come with pills to reduce the pain when the patient refused to take his usual medication.


Interviewer: Your colleague told us about an elderly man who had cancer and passed away in January. She also shared how she helped get him treated and bring him medication, and how his family tried to understand his illness.
Do you have any other stories about a cancer patient who was discharged from the cancer hospital in Butaro?
Respondent 2: Personally, I’ve never met a cancer patient who was discharged from the Butaro Cancer Hospital. The one I knew used to pick up medication from the health center here and then go back home. Once they discovered he had cancer, he didn’t live long,he passed away in the hospital just right after the diagnosis. The university once came to visit him, and I went with them to  show then this patient at the hospital. He died in 2013.
Interviewer: Is there another patient, even if it wasn’t cancer, that you lived with who had a chronic illness?
Respondent 1: Yes, there are several like that. For example, there’s someone in my neighbourhood who has high blood pressure and had a stroke. He just stays home and can’t help himself at all. He can’t even light a charcoal stove or cook, he just stays there. His family has pretty much abandoned him. There are times I cook and bring him porridge or food. When you ask how he’s doing, he’ll say, “Do you think I’ll ever recover?” He has serious issues. I tell him, “at least take your medicine.” Sometimes he refuses to take it.
So yes, there is someone in the final stages of a chronic illness. His family neglected him, they left him outside and walked away. But we take time to educate families that they need to care for him as he deserves because he’s not able to wash himself or take care of his basic needs.
And patients like that, when they feel abandoned or stressed, their condition gets worse instead of improving. They were discharged from the hospital and sent home, but this one went into a coma again and now is recovering. Though even in recovery, he remains paralyzed throughout his whole body. He goes to the hospital to get medication, he’s taken there by motorcycle and then returns. That’s how he lives now.
Interviewer: What challenges do you face as a community health worker in caring for people with chronic illnesses, even if it's not cancer?
Respondent 2: I must leave my own household chores to go care for patients without any support or allowance.
Interviewer: Could you explain that more?
Respondent 2: In my daily work, I have to go pick up medication for a patient, yet I also have to cook for  my kids who's going to school. When I go to get the medicine, they sometimes take a long time to give it to me, so it gets difficult to manage both tasks.
Interviewer: That’s tough. Thank you for your commitment to the community. Is there a better way you think this could be handled?
Respondent 2: It would help if, when I come to pick up medication, they could write it out for me quickly so I can leave right away instead of waiting like everyone else, especially since they know I’m collecting it for someone who is too sick to come themselves. Basically, if they could speed things up for us as people caring for others, that would help.
Interviewer: How long do you usually wait? Is this here at Butaro?
Respondent 2: Yes, I get the medication from the health center here. I usually spend several hours. One time I came and had to leave without it so I could go cook for my child. I told the patient's family to come pick it up themselves because it was taking too long.
Interviewer: What challenges do you face as a community health worker in caring for people with chronic illnesses?
Respondent 1: There weren’t many challenges in that case. The patient had children who worked at the hospital, and they were the ones who picked up her medication. They also had a way to communicate with the doctor about their mother’s medication.
My role was mainly to talk to the elderly woman, to comfort her, and to show her that I was there for her as a community health worker. She would often say, “Please advocate for me, don’t let them bring me strong medication.”
So, we do this work out of a spirit of service, as we said earlier. When you're lucky enough to work with a family that is financially stable, it really helps. If they can collect the medicine themselves and provide food for the patient, it reduces your burden.
With that patient, I didn’t face any difficulties. My responsibility was to visit and talk with them. A patient who’s being cared for at home feels joy when they receive daily visits.
The challenging situation is a patient with high blood pressure, whose family has grown tired of taking care of them. When you visit, they immediately assume you’ve brought something for them. And if I don’t have anything to give them, sometimes I just ignore them because they always expect that I’ll wash them, feed them, or bring something.
Those patients really need advocacy. Many of these serious diseases cause poverty in the families, yet people keep imagining that the patient is still in the same social class they were before. So, families often neglect them because they think the patient no longer brings anything of value into the home.
For me, I didn’t face challenges with that first patient because their family was well-off. And when someone is financially stable, they are known and respected if something happens to them, people rush to help because of who they are.
The real challenge is with those who are truly poor or those who may not be poor but are not considered influential. That’s where a community health worker starts to face real difficulties. As for medication, doctors are the ones who prescribe it. Our job is to make sure the patient takes it.

Interviewer: Earlier you mentioned how you advocate for patients to the local leaders. What do you think are the most important needs for people in the final stages of life who have chronic illnesses?
Respondent 1: These people may receive medication, and this medication can causse the patient to starve for food. They suffer a lot from hunger. They lack food. You can see them crawling, begging for something to eat. When someone is sick but comes from a family that seems well-off, the family often abandons them. From the outside, the family may look fine, but the patient is suffering and starving. Here at the hospital, some patients are given porridge (sosoma), but it’s clear they base it on criteria like appearance or perceived wealth when deciding who gets food. What I would suggest is that support shouldn’t be based on those things, they should assess the severity of the illness instead.
If someone can’t even get themselves a glass of water, that person needs help. There are social support programs that help the poor, often focusing on elderly people who live alone. But food assistance should also target those who are seriously ill. Sometimes the family might seem financially stable, but they’ve stopped caring for the sick person. So the patient should be given that porridge and even some money. These patients are going through extremely hard times. Even for me after I cook at home, I sometimes feel moved to bring them some food just because I’m nearby. But there are others who live far away, and you can’t reach them easily. And that medication, some of it causes hunger. So, patients really need attention.
Interviewer: Are there any training sessions you think would help you do your job better?
Respondent 1: We would really like to receive such training. We live and work closely with these patients, we know them well. Most of the training we’ve received is about advocating for them in general terms. But if we could get more specific training, for example, if they taught us how to recognize different stages of illness, and how to advocate for each kind of case, we’d gain the knowledge we need, both for supporting medical care and improving daily life.
Respondent 2: Yes, there’s knowledge we don’t yet have, and we really need to understand deeply how to do this work. Even though we educate the patients, much of what we teach is based on what we’ve learned here but it shows how much more training we actually need.
Interviewer: Your job is to collect medication for patients. When a patient is discharged, how do they decide that you will be the one to support them? What is that based on?
Respondent: We work as a team of four Community Health Workers (CHWs), and each of us is responsible for a number of households. Within those households, there could be a patient with a chronic illness like cancer or other conditions we’ve mentioned. As we explained, we do regular registration of the population, and we submit reports, because even that patient has to be known by the health center.

The health provider (or doctor) may call and ask you questions about the patient at home like “do you visit them?” or “do they have any particular needs? “Because we do home visits. So during the reporting period, that’s when we confirm, “this is a patient from my village,” based on the households I’m assigned to. But also, sometimes a person from the community might trust you and come to tell you about their illness, even if they’re not part of the households you're directly assigned to. In that case, you can still help or advise them. So that’s how we come to know the patients,through our reports, through community conversations, and during village meetings.

Interviewer: So just to make sure I understood, are you not given a written referral to go support a specific patient?
Respondent 2: No, when the patient is struggling, the doctor or nurse tells them, “Go find your community health worker. They’ll be the one to help you get your medication.” Because of the household registration we’ve already done, the patient will then say, “So-and-so is my CHW,” since that’s the person assigned to their village.


Interviewer: Please forgive us for taking so much of your time, we don't have many questions left. You've really been generous with your time. In Rwandan culture, what does a good death look like?
Respondent 1: Thank you. There’s really no such thing as a “good” death. But a person who dies well is someone who dies surrounded by their loved ones, someone who is cared for. A person who dies without anyone to talk to or look after them, that’s a bad death. A good death is having caregivers and people who follow up on you.
Interviewer: Based on what you told us earlier, how you comfort patients even when you know they won’t recover, do you believe this is the best approach to care for people at the end of life?
Respondent 2: I truly believe that you never go to visit someone just to discourage them.
Respondent 1: Visiting a patient is all about comforting them. Even if you know they won't recover, you still encourage them and tell them they will get better. Like this elderly man I used to visit, he was really ill, but we would laugh together. The next day when I came back and found him feeling a bit better, I told him, “You're getting better! Tomorrow you’ll be going to the market to run your business.” He laughed so hard and said, “You always tell me I’m going to recover, I know you!” I think the best thing to do is tell them they will recover, tell them to take their medicine and stay hopeful, things like that.
Interviewer: Do you know what “palliative care” means, services for people in their final stages of life?
Respondent 2: To me, it means being surrounded by people who support you as your life fades. You don’t feel abandoned or alone. And when people visit you, even those outside your family, it brings joy.
Respondent 1: I believe I understand what it means. When someone is approaching the end of life, there’s a need to help them pass in peace. That means comforting them, encouraging them to seek forgiveness if they wronged anyone, maybe even helping them reconnect with God, so they can die with hope. Many patients say they feel forgotten or abandoned. So I comfort them and tell them there’s still hope. One elderly man I cared for really taught me a lot. The last time we spoke, he told me, “You’ve always been here to comfort me, and today, I know I won’t see the end of this day.” And indeed, the next morning around 8 a.m., I received the message that he had passed away. He used to say, “You’ve comforted and taught me so much.” So we must help people not to die hopeless, because when they feel hopeless, even we lose hope ourselves, yet God's word teaches us to have hope.
Interviewer: I am really sorry, we’ve only got two questions left. You might be getting tired! You spoke earlier about how patients often go hungry, and another person mentioned that time is a big constraint. Do you think there are other types of training that would help you take better care of people with chronic illnesses?
Respondent 1: Yes, we need to seek more knowledge. Sometimes you understand a patient's needs just by the way you talk to them. So if we receive more training, especially on how to communicate with patients, that would really help. Even if you have nothing material to give them, knowing how to speak to them makes a big difference. Sometimes patients open up when they are in pain and tell you what’s really troubling them, maybe it's food and then you can try to help. So yes, deeper learning would really help us build better relationships with the people we serve. We already do what we can, based on our culture like visiting and sharing what little we have.
Interviewer: Is there any cultural belief or attitude in Rwandan society that creates a barrier to caring for patients in their final days?
Respondent 2: Honestly, there aren’t many obstacles, when you know someone is sick, you know it’s your responsibility to care for them. So, you do your own chores while also attending to the patient.
Interviewer: Are there any cultural challenges when it comes to talking with patients about their condition as they near the end of life?

Respondent 2: Sometimes the difficulty is more emotional than cultural. You may visit someone who is nearing the end and find everyone crying and they expect you to cry too. But you remain composed and help them calm down.
Respondent 1: Cultural issues aren’t absent, they just require a lot of tact. You need to find the right words, carefully choose how you speak to make your point. For example, when  family tells you, “This patient is on the verge of dying, we won’t take him back to the hospital,” you have to find a way to educate them, to help them understand that the patient still needs care. You go through a lot of back-and-forth but since they respect you as a community health worker, they eventually listen. However, one of the biggest challenges is when families refuse to take care of the patient. In those cases, we sometimes have to involve local authorities. And when you do that, the family sees you as their enemy. They think you went to report them, but really you just want what’s best for the patient.
Some families refuse even to cook for the patient. And then we’re forced to intervene and say, “If you don’t care for them, I’ll report you to the village leader.” They feel like they’re wasting money on someone who’s not going to survive. So many times, we end up being seen as the enemy.
Interviewer: Is there anything else you would like to say that we haven’t asked?
Respondent 1: I think we’ve touched on most things. I’d like to thank you,for the way you care and think about the people at the grassroots. We, too, often feel the need to speak out, you’ve seen how much I’ve had to share! We really do need this. Especially that school here in Butaro, it really connects with the local people. The hospital also helps so many. I could give countless testimonies. For example, that elderly man I was supporting, he received the right medication, and when he passed, he did so without much suffering. Your visit here to see us really helps.
Respondent 2: I don’t have anything more to add. Talking with you has been very valuable, because we also learn a lot from these conversations. It would be wonderful if you could keep visiting us and hearing from us.
Interviewer: Thank you very much.




[bookmark: _Hlk193019760]Interview #3 (Kirambo Health Center)

Thank you for taking the time for this discussion so we can explore the role and responsibilities of a community health worker in providing support to critically ill patients.
The conversation will last for 45 minutes, and I assure you that our questions will not only focus on everyday health matters.
All information will be securely stored in a OneDrive account, which will only be accessible to the research team. However, participants will receive a payment of 6,000 RWF as compensation for their participation

Participating in this research, you can stop at any time. You can pause or withdraw if you wish, and you will still receive your reward even if you decide to stop before it ends.

Interviewer: Could you briefly introduce yourself?
[bookmark: _Hlk193027816]Respondent: My name is #3, and I am a community health worker at Kirambo Health Center.
Interviewer: How old are you?
Respondent: I am 54 years old.
Interviewer: How long have you been a community health worker?
Respondent: I have been working as a community health worker since 2008, so I have 17 years of experience.
Interviewer: Why did you choose to become a community health worker?
Respondent: I became a community health worker because the community chose me. They trusted me, and I couldn’t turn that down because I love the work.
Interviewer: What religion do you belong to?
Respondent: I am Catholic.
Interviewer: Have you ever helped someone who had cancer after they left the hospital?
Respondent: Yes.
Interviewer: As a community health worker, what tasks do you perform daily when taking care of cancer patients?
Respondent: When I am taking care of cancer patients, the first thing I do is remind them to take their medication. Secondly, cancer patients are often people who experience depression, so I provide emotional support. If they are unable to maintain their personal hygiene, we assist them with that as well. Many of them are abandoned by their families because they have been sick for a long time. We help with their hygiene, prepare meals for them, talk to them, and provide comfort. For those who still have family, we encourage their families to take special care of them, engage with them, and stay close to prevent them from feeling isolated
Interviewer: In your response, you mentioned cancer patients whose families abandoned them, and that you are the one taking care of them. Can you tell us more about that situation?
Respondent: I have a patient I have been following up on, a man who has a wife and five children. When he became seriously ill, he was taken to Butaro Hospital, and from there, he was referred to Uganda, to a hospital called Inkurago, where he underwent radiotherapy. He had a severe issue with his eye, which was constantly discharging foul-smelling fluids. However, after receiving treatment, the condition improved significantly.
Unfortunately, his wife left him and took the children, and now he lives alone. Every morning, I go to check on him, see how he is doing, and encourage him to keep taking his medication. I show him the progress he has made from how he was before to how he is now to motivate him. I reassure him that if he continues with treatment, he will get better, and If his family sees his improvement, they may return to him.
When you provide comfort, the patient feels happier because he has no one else to support him besides community health workers. He is still alive and holding on.
Interviewer: Thank you so much for explaining so clearly. Did he ever come to any cancer treatment facilities?
Respondent: Yes, he did, and that’s how he got help to go to Uganda. Partners in Health helped him. It has been many years, and he was one of the first patients to be treated at the cancer hospital.
Interviewer: How did you meet him?
Respondent: He’s, my neighbour. Then, we were trained on a course called “palliative care,” which is help provided to terminally ill patients to assist in managing their care during the end of life.
Interviewer: Who gave you the training?
Respondent: We received the training from the health center, Butaro Hospital, in collaboration with Partners in Health.
Interviewer: When was that?
Respondent: It has been some time, I don’t recall the exact year, but during the training, Partners in Health provided us with the palliative care training. It’s a type of care given to patients who are terminally ill, with no expectation of a cure, but who still need ongoing support to help them through their journey in life.
Interviewer: Can you tell us when you first met this cancer patient?
Respondent: I mentioned earlier that he was one of the first patients treated at Butaro cancer hospital. After he came back from Uganda, where he had spent about six months, his condition had improved but his hair had fallen out, and you could see that he was severely affected by the treatment. After returning from Uganda, he didn’t go back to the hospital. Instead, they sent him home, and that’s when I began to follow up with him.
Interviewer: How did you find out that he had cancer? Did he tell you, or did the hospital inform you?
Respondent: After he was diagnosed, he came to our health center. They referred him to Butaro hospital, where they examined him and found that it was cancer. Then, they sent him to Uganda for treatment because of the severity of his condition. After returning, he had a medical form with him. As community health workers, we don’t make diagnoses ourselves; we follow up based on the patient’s file or information provided by the hospital. The hospital contacted me and gave me the patient’s details. When they told me that he had cancer, they asked if I could take care of him, and I agreed to help.
Interviewer: How long have you been working with this person?
Respondent: Over ten years.
Interviewer: When did their family abandon them?
Respondent: It's been about four years.
Interviewer: What do you think caused their family to abandon them?
Respondent: It was due to the illness and the depression they experienced. They became very angry, and his wife couldn’t tolerate the anger and the constant arguments. he would often say to the wife “You’re tired of me.” The wife couldn’t handle it anymore because the person she was taking care of wasn’t seeing it or appreciate the help she was providing. It seemed like they were no longer understanding each other. Additionally, due to the illness, the person’s condition began to deteriorate, and the smell became unbearable. He started thinking himself as a burden and it was true, he became a burden at one point, his wife left, taking their small child with her. Eventually, other family members came and left him alone because of how severe his condition had become.
Interviewer: Since you’ve been a community health worker, is this person the only one you’ve cared for during their final stage of life, or are there others? If there are others, how many?
Respondent: There is another one, but they passed away.
Interviewer: In these two cancer patients, do you notice any similarities between them, such as issues with anger or rejection from their families because of their anger?
Respondent: What they both share is feelings of hopelessness. Another common aspect is the anger they experience. Anger and conflict are different; the one who passed away used to show his anger physically, to the point of even hitting others when he had strength. But this one express anger in a way that makes it seem like no matter what you do for them, they won’t appreciate it, often saying, "they are tired of me" and it can be so intense that they might consider suicide. Another issue is the refusal to take the medication. Many patients say, "Leave me to die," or "I’ve taken this medicine, but it hasn’t cured me." The one still alive is doing better now because they’ve received support. I try to show him how things were before and how they are now. When you take the medication, you realize that you are still alive, and things can improve.
Interviewer: Thank you for sharing these insights; they are very helpful. You’re a kind person. Could you tell us about the person who helps with getting the medication? Do they go to the hospital to get the medication for the patient? Do they accompany the patient, or do the person’s role is just to encourage them to take the medication at home?
Respondent: Originally, it was the family’s responsibility to go and get the medication for the patient. However, at some point, they stopped because the patient no longer had health insurance. After they got health insurance again, they never went pack for medication. I tried to encourage them, but it didn’t work, and I informed the authorities. This patient when through radiotherapy, and he noticed that his condition was improving he felt hopeful and believed they were getting better, so they stopped the medication. The family would go to get the medication and sometimes bring food, like porridge and sugar. My role was to go there and check if the patient was taking the medication properly. Now, the patient has refused to continue taking the medication. What I do now is check on the patient regularly and, if I notice any changes, I will inform them to go back to the hospital.
Interviewer: I want to make sure I understood correctly. When a patient has cancer and is in the final stages, their family is responsible for bringing them medication. If the family abandons them, it becomes your responsibility to ensure they get their medication and encourage them to take it, is that right?
Respondent: Reminding the patient to take their medication and bringing it to them is my responsibility, whether the family is there or not. However, cooking for them and looking after their daily needs is not part of my job. But, because of the compassion we have, it's hard to give someone medication without ensuring they have eaten first. Sometimes, I take food to them if it's available. This is not part of my job, but rather an act of humanity. It's not only cancer patients; I also assist those who are alone, such as people living with HIV/AIDS. If I found they had nothing to eat, I would bring them food the next day. Additionally, when choosing CHW, it’s important to pick someone trustworthy, who lives within the community, can connect with everyone, whether youth, children, or elderly. It’s also essential that they can read and write in Kinyarwanda, and as CHW we are patient and understanding.




Interviewer: Thank you for the work you do. It seems like you go above and beyond what you're asked to do. Do you think there's anything missing in the daily care you provide to patients that could help improve the support you offer as community health workers, to better fulfill your responsibilities?
Respondent: As for food, I have enough, so I don’t need additional help with that to care for my patients. However, our work is voluntary, and we don’t get paid. Sometimes, we help patients quickly without taking the necessary time because we also must manage our personal and family responsibilities. It would be easier if we received some monetary compensation because it would help address issues at home and make us feel more secure. Unfortunately, we don’t get that.
There are times when we go to deliver medicine, and we find that the patient’s hygiene needs attention, but we may not have time to take care of it because we’re also dealing with our own home issues that require our full attention. It’s the same with other illnesses we treat, like malaria. For instance, we may have a child with pneumonia symptoms and a fever, and in such cases, we may not have enough time to assess the situation thoroughly. Instead, we focus on treating the immediate symptoms because we are mixing these roles with family duties, which may affect the quality of care.
If we had some form of compensation, we could handle these situations more effectively. We do our best to help whenever we can. It’s not that we are always too busy to care for our patients, there are times when we can devote the time needed for them.

Interviewer: How many patients are you currently taking care of in the community, not just cancer patients, but in general?
Respondent: I have four patients with high blood pressure, and two are dealing with mental health issues. We no longer follow up with HIV/AIDS patients because they are stable and are taking the antiretroviral medication. We monitored them for a long time, but now they are doing well. However, during the period when we were still supporting them, Partners In Health provided us with transport tickets.




Interviewer: I want to make sure I understand correctly. Your job involves bringing medication to the patient and reminding them to take it, whether they have family support or not. You also can assist them with hygiene, provide meals sometimes, and offer emotional support to their families. Is that right?
Respondent: Yes, that's correct. We deliver medication, but we also do awareness campaigns. For example, when it comes to early cancer screening, especially for breast cancer, we educate people on how to check for it themselves. We teach them how to examine their breasts, and if they feel something unusual, we encourage them to go to the doctor for early diagnosis. We also inform them that if cancer is detected early, it can be treated and cured.




Interviewer: Do you think it's part of your job to tell a patient that they have a terminal illness?
Respondent: It's not my job to tell a patient that they have a terminal illness because the doctors are the ones who confirm it, and they are the ones who know. What I do is offer comfort when I find out a patient has a terminal illness. I provide emotional support, but I don’t remind them constantly that their illness is incurable, because the doctors have already informed them of that. My role is to be there for them, to reassure them, but not to keep reminding them of their diagnosis.

Interviewer: Do doctors tell patients that their illness is terminal, or is it you who communicates that to them?
Respondent: It’s not us who tell them that. We don’t say anything like that. Even at the hospital, doctors don’t tell patients that they are going to die. What we do is offer comfort. We reassure them that if they continue taking their medication, they will get better. As I mentioned, we were trained to help in palliative care but not to give diagnoses or to tell them how the disease is deadly because doing so could make them feel worse or even push them to despair or suicide. So, we don't say that. Instead, the doctors would tell them that the treatment will continue at home. They may say something like, "We are discharging you, and the community health worker will continue to assist you with your medication." But no one would tell them that they are dying.
Currently, people really trust us. Sometimes, a patient might forget how to take their medication, so they come back and say, "The doctor gave me this prescription, but I forgot what they told me." We’ll help explain it to them. If there’s something we can’t explain, we tell them, “Let me check with the doctor and get back to you.” We see ourselves as a bridge between patients and doctors. And there’s no service where a community health worker would go to a doctor and be turned away.

Interviewer: You mentioned that you apply the training you’ve received. Do you think there are other trainings you need? If they were available, how would they help you?
Respondent: Training is like learning, if we get more of it, it will help us in our daily work.
Interviewer: Is there something specific you would like to learn that you think would be beneficial?

Respondent: Yes, there is a lot I can learn from getting more training on cancer. For example, cancer patients often struggle with mood swings, refusal to take medication, and depression. If we understand the causes of these reactions, we can support them better and even prevent similar situations in the future. When you identify the root of a problem, it becomes easier to find a solution.
Another challenge is that some patients, especially those just starting treatment, may experience symptoms that resemble another illness. This can be alarming, making them think they have developed a new condition. If we were trained on the side effects of different medications, the mild ones that go away on their own, the serious ones, and the ones that require medical attention, we would be able to reassure patients instead of immediately referring them to the hospital. For instance, when we were trained on HIV treatment, we learned about specific medications, their side effects, and the best times to take them, such as whether a drug should be taken only in the morning or evening.
However, for diseases like high blood pressure or cancer, we haven’t received the same level of training. We don’t fully understand how certain medications might affect patients, what side effects to expect, or which reactions are normal versus concerning. Having this knowledge would help us guide and support patients more effectively.

Interviewer: Thank you so much. One last question, you mentioned that you are Catholic. Does religion play a role in how you assist patients?

Respondent: It depends on the patient. For example, you wouldn’t visit a Seventh-day Adventist and start praying the Rosary. Instead, you approach them with words of encouragement and remind them that with prayer all things are possible. However, when visiting a Catholic patient, let’s say an elderly woman who practice catholic, she might ask that first pray the Rosary together before continuing the visit. Ultimately, we encourage all patients to pray and remind them that God is above all.
Interviewer: Do you ever go with a pastor or a priest?
Respondent: As a community health worker, I don’t usually go there with the priest, unless it’s for a patient visit that has been organized by the church.
Interviewer: We’ve taken a lot of your time, but we really appreciate it.
Is there anything we haven’t asked that you’d like to talk about?
Response: No problem at all! I feel like you've asked me everything. Unless I remember something on my way home, I don’t have anything to add for now. I have some discussions to lead, and it’s time for me to go. If I had more time, we could have continued our conversation.
Interviewer: Thank you.








Interview #4 (Kirambo Health Center)
Thank you for taking the time to participate in this discussion about the role and responsibilities of a community health worker in providing palliative care. The conversation will take approximately 45 minutes, and I assure you that our questions will not only focus on daily health issues.
All the information collected will be securely stored on OneDrive, and only the research team will have access to it. Participants will receive a payment of 6000 RWF.
Please note that participation in this study is voluntary, and you are free to stop at any time. You can also pause or skip any question, and you will still receive your payment as long as you’ve participated.
Interviewer: Can you briefly introduce yourself?
Respondent: I am a community health worker in Kirambo village, responsible for the general health of the population, especially children under five. We provide treatment for various illnesses, including malaria, pneumonia, and diarrhea, offering primary healthcare services within the villages.
Interviewer: How old are you?
 Respondent: I am 60 years old.
Interviewer: What is your religion?
 Respondent: Yes, I am a Christian Catholic.
Interviewer: Have you ever assisted a cancer patient who was discharged from the hospital, specifically with hospital-related cancer?
 Respondent: Yes, I have cared for one. She was family member, but I also supported her as a community health worker.
Interviewer: When was this?
Respondent: The patient was ill for a year, frequently going to the hospital and returning home. In January, they were discharged for the last time, and we began providing home-based care during their final days. We offered emotional support to both the patient and their caregivers, ensuring that medication was administered as prescribed.
The end-of-life medication, commonly known as palliative care drugs, is mainly for pain relief since, at that stage, recovery is no longer possible. Our role was to monitor their condition, guide the family on proper medication administration, and emphasize hygiene and caregiving until their final moments.
 
Interviewer: How did you find out that the patient had cancer? Did the doctors inform you because you were a family member, or how did you come to know?
Respondent: At first, the doctors couldn't diagnose his illness despite several hospital visits. They treated him without finding the exact cause. Eventually, a swelling appeared on his shoulder, and at Butaro Hospital, they performed surgery to remove some tissue, which was then sent for testing abroad. The results confirmed that he had cancer.
When he was informed of his diagnosis, he returned home and said, "They told me I have cancer. Let me just eat what I can because I won’t recover."
As a community health worker, we were trained that cancer patients often experience distress and hopelessness. We were taught to offer frequent emotional support and reassurance to prevent despair.
I visited him as often as possible, comforting him in his illness. I would tell him, "Stay strong, you will recover," even though he was weak and would sometimes respond, "No, I won’t recover." I reassured him, saying, "You are in the hands of doctors, and they have given you medication if you take it correctly, you will get better."
I also guided his caregivers at home, reminding them to administer his medication as prescribed and to maintain hygiene. I advised them to fulfill his requests and always speak kindly to him to prevent unnecessary distress, ensuring he lived his remaining days in peace.
Interviewer: Was the patient a woman, a man, or a child? Can you tell us who they were?
Respondent: The patient was a woman, 53 years old.
Interviewer: As a community health worker, you visited and comforted her. Who was responsible for her daily care?
Respondent: The patient was an older woman who had a husband. He was the one taking care of her since she didn’t have any children nearby to assist her. She had a 21-year-old son, but he wasn’t close enough to provide daily care, and her daughter was away at school. So, we advised her husband to take care of her as much as possible. We also supported and reassured him, telling him that his wife would recover.
Interviewer: Thank you for speaking with us. One more question, who is responsible for informing the patient that they have cancer, especially since cancer is often seen as a terminal illness? Is it your role? Is it the doctor’s responsibility? Or is there no specific person assigned to tell them?
Respondent: The patient comes to that realization on their own. As a healthcare provider, whether a doctor or a community health advisor, you don’t tell them, "You won’t recover." Instead, you always try to reassure them, saying, "You will get better."
Even if they begin to feel their condition worsening, our role is to comfort them and offer hope, not to confirm their fears. Even in their final moments, we continue to provide encouragement and support.
Interviewer: Do you ever take a pastor or a priest to visit the patient?
Respondent: No, I haven’t taken one before.
Interviewer: I see you’re wearing a rosary. Do you ever feel the need to bring it with you when visiting or assisting a patient, as if you’re going to pray with them? Does it help you in your daily work?
Respondent: We have a group that visits the sick, and when we go together, we carry this rosary and pray the Divine Mercy Chaplet for the patient. We encourage them by telling them that with faith in God, they will recover. When they see us visiting frequently, it lifts their spirits, and they feel supported and hopeful. However, this prayer group consists of people I worship with, it’s separate from my work as a community health worker. When I visit a patient alone, it’s for health-related follow-ups rather than for prayer.
Interviewer: Thank you for sharing with us. You mentioned that the husband was the one taking care of the patient. How did he handle the situation? Did you ever feel like he wanted to abandon her?
Respondent: No, he fully accepted the situation. He understood that illness is not something someone chooses, it just happens, just as he himself could fall sick and need care. He never showed any signs of wanting to abandon her. On the contrary, he took great care of her and followed all the medical advice given. Whenever he was told to take her to the hospital, he did so without hesitation. He remained committed and never expressed frustration or exhaustion in caring for her.
Interviewer: As her husband was taking care of her, was there any additional support provided by Partners In Health, such as daily essentials to assist in her care?
Respondent: No, she only used household resources. She didn’t receive any additional support.
Interviewer: As a community health worker, is delivering medication and encouraging patients  part of your job?
Respondent: It’s not something I do every day, but it is part of my role. When a patient like this is identified, even if I’m not the one who picked up the medication from the hospital, I must follow up. I check if they are taking the medication at the prescribed time and in the correct dosage as instructed by the doctors.
Interviewer: How often do you visit a cancer patient like the one you just mentioned?
Respondent: I visit in the morning to check on how they are doing, and in the evening, if I have time, I go again to see how their day went. So, I visit them twice a day.
Interviewer: Thank you for your hard work. You do more than what is expected of you. In your opinion, what is missing in daily patient care that could improve your ability to help, as a community health worker? Is there any additional support you need to perform your duties better?
Respondent: There is support I need, such as money to hire someone to tend to the fields when I must spend a long time with a patient. Sometimes, you find that a patient is very ill, and they ask you to stay with them, which means you must spend a lot of time away from other tasks as a wife.
Another thing I need is a good flashlight. Sometimes, when I’m checking on a patient at night, there is no light, and I need a strong torch to help me see better while am going to see the patient at night. If I had a bigger flashlight, I could go earlier to assist the patient and provide comfort, as I often give them advice and encourage them as my day to day role. I tell them to be patient, to stay strong, and to seek medical help the next day.
In cases of heavy rain, we also need umbrellas and boots to help us reach the patients and provide quick assistance. It’s important to have the right tools, like a good umbrella or boots, so we can get to the patients in time and provide them with support, especially when they are in urgent need.
 
Interviewer: You’ve provided some great answers! You’ve mentioned things that could help improve your work, but I’d like to ask about how the husband can also care for his wife better. Perhaps, for example, food or mutual health insurance (mutuelle) or any other support that could make it easier for him to care for her.
Respondent: Since the husband is the one taking care of the patient, he also needs daily support. For instance, if they had mutual health insurance, it would be a great help, or even some financial assistance to use for things like transportation when needed.He would also benefit from food with proper nutritional value to help maintain his strength as he takes care of her. Caring for a patient can be exhausting, and he may have lost a lot of energy himself. Finding food or resources might not be easy for him since he’s focused on his wife’s care.
Interviewer: Does he have any other work that could help him?
Respondent: Yes, he does. However, it doesn't pay much. He works as a cleaner at the hospital, and he also helps the doctors with small tasks, using his motorbike to assist them.
Interviewer: Have you ever received training on how to care for cancer patients in their final stages of life?
Respondent: Yes, we were trained on that. We were also taught about the medication given during the final stages of cancer, which is referred to as palliative care.

Interviewer: How long have you been working as a community health advisor?
Respondent: Respondent: I have been working for nine years. I started in 2011, and we received training around 2013 or 2014.

Interviewer: Do you think you need further training to care for patients in their final days? What would the value of that be?
Respondent: Yes, we do need additional training. Although we were given essential training that has been helpful, it would be great to receive more training. If we had further education on this, it would help us support patients even better in our communities, as we would be more equipped to assist them properly during their final days. 
Interviewer: What specific thing would you like to learn if training was available?
Respondent: What I would specifically like to learn is how to gain enough knowledge on administering medication. Since I don’t always accompany patients to the hospital, it would be helpful to know how the medications should be given. Sometimes, there’s uncertainty about how to administer the medication properly, but if I’ve received some training that would help me understand how it should be given. I would like to learn more so I can explain to patients and caregivers how to take the medicine correctly, ensuring it’s given properly since I got the training and teach others like caregivers to do the same.
Interviewer: How many patients are you taking care of as a community health worker?
 Respondent I am taking care of patients with diabetes, high blood pressure, and mental health issues. I have a total of five patients. Every day, we follow up with them, and at the health center, they call me whenever they need assistance or to evaluate a patient in the community.
Interviewer: Those are the issues I wanted to ask you about. Is there anything else you would like to mention that I haven’t asked about?
 Respondent: What I would say, we follow up with patients every day and work as volunteers. We don't have proper resources or replacements. We ask the Ministry to provide support because we work very hard but don’t receive anything in return. We assist patients daily, helping those who need to go to the hospital or require an ambulance. Therefore, we need things like soap to maintain hygiene, as treating patients without cleanliness isn’t ideal, and it doesn’t reflect the image of a healthcare worker. Thus, we need funds to help us purchase soap.
Interviewer: Thank you very much for sharing such important and helpful information.
 Respondent Thank you as well.
 
 
 
 
 




Interview #5 (Kirambo Health Center)
Thank you for taking the time to talk with us so we can explore the role and responsibilities of a Community Health Worker in providing care for patients with serious illnesses.
This interview will take about 45 minutes, and I assure you that our questions will not focus on your personal daily life.
All information will be securely stored on a OneDrive account, accessible only to the research team. The participant will receive compensation of 6,000 RWF.
I also want to clarify that participation in this research is voluntary. You can stop the interview at any time, skip any question, and still receive your compensation even if you do not complete the entire interview.
Interviewer: Can you briefly introduce yourself?
Respondent: I am a Community Health Worker, responsible for identifying illnesses, especially caring for patients with chronic diseases or epidemics in the village.
Interviewer: Do you have children?
Respondent: Yes, four.
Interviewer: How long have you been a Community Health Worker?
Respondent: Ten years.
Interviewer: Why?
Respondent: The community wanted it and voted for me , and I also felt comfortable with it because I live among them every day.
Interviewer: Do you have another job besides being a Community Health Worker?
Respondent: I don’t have another job besides this work.
Interviewer: Aren’t you a farmer?
Respondent: Yes, I also do farm, but it is something common here, not really considered as a real job.
Interviewer: What is your religion?
Respondent: Yes, I am Catholic.
Interviewer: Have you ever provided care to someone with cancer who was discharged from Butaro Hospital?
Respondent: Yes, six years ago, the person passed away.
Interviewer: How did you meet?
Respondent:  When the patient was discharged from the hospital, the health center called me so that I could care for him since he was sent back to his family in the community.
Interviewer: Was the patient a man or woman? How old was the person ?
Respondent: He was a man, aged between 70 and 80.
Interviewer: How long did you take care of him?
Respondent: It was a very long time. He stayed at his  home for over two years, and we followed up with him for all that time.
Interviewer: When you were caring for this patient, what exactly did you do? In what ways did you provide care?
Respondent: After he was discharged from the hospital and came home, my role was to check how he was doing, how he was taking his medication, and how his family was supporting him. Basically, I followed up on his health condition while he was at home.
Interviewer: How did his family treat him, in your observation?
Respondent: Once they realized he had an illness that would last a long time, they didn’t fully understand it. You could see that they were feeling hopeless. They saw that they had a person with them, but also felt like he didn’t have a life anymore. He wasn’t well taken care of. As a Community Health Worker who was close by, I used to comfort them and show them that life could still go on. But apart from that, you could see they were distancing themselves emotionally, even feeling desperate at times.
Interviewer: Who else was taking care of him at home?
Respondent: Besides me, he lived with his elderly wife, just the two of them at home. He also had grown-up children living in their own households, and they would also check on him. But because he was elderly, I used to advise them to care for their parent as best as they could, especially considering the age of the parents.
Interviewer: As a Community Health Worker, you acted as an advisor and were teaching them how to care for the patient. How did the family respond to that? Did it feel like a difficult conversation to have with them?

Respondent: As I mentioned earlier, when they first learned about his cancer diagnosis, they thought it was the end. But as I continued approaching them and engaging them gradually, they began to understand. Eventually, I could see they started accepting the patient more within the family. They appreciated having someone close by to support them and to see that he was not alone. It helped them cope. Over time, their mindset changed, and they became more open than they had been before. Even when the patient passed away, it was clear they had come to terms with it, largely due to the conversations I had been having with them.
Interviewer: Who told the patient that he had cancer and that it might be a life-threatening illness, was it you, the doctor, or was he never told at all?

Respondent: No one told him directly. But the patient himself understood that it was a serious illness that would last a long time, and he interpreted that as a sign of death. Even if you, as a caregiver, see that the illness might lead to death, you don't tell the patient that, they need encouragement and hope. You must comfort them and show them that recovery is still possible. Often, patients become hopeless, but when you show them that, despite the illness, healing is possible, they regain some strength.

Interviewer: Besides offering emotional support and counselling to the patient and the family, in what other ways did you help them?
Respondent: They were elderly and in their advanced years. Their children were grown and had their own households. I was fortunate that the family lived nearby, so I could check if they needed anything like firewood or water, and I would bring it to them. If I was unavailable, I would call their children and ask them to bring what was needed.
Interviewer: Thank you for the work you do, it’s not an easy task. Did you ever go to the hospital to pick up medication for the patient?
Respondent: No, I didn’t. One of the patient’s children lived nearby and was the one who would go to the hospital to pick up medication during appointments. My role was to make sure the patient had received the medication and that they were taking it correctly.
Interviewer: Did you ever accompany the patient to the hospital?
Respondent: No, I didn’t accompany the patient to the hospital. I only learned about the patient’s condition when they had already been discharged and returned home, It’s the hospital that called me to continue looking after him at home since he was discharged.
Interviewer: While you were caring for the patient and there was no sign of improvement, did anyone try to discourage you from continuing, perhaps because of the patient’s age or because they thought it was pointless?
Respondent: Yes, that did happen. Luckily, the patient lived nearby. There was a time when his wife came to me and said, “I don’t think this old man is going to make it, he’s not getting any better.” I tried to encourage her and show her that even though he was in pain, he could still recover. What mattered was that we kept caring for him and making sure he received his medication, and I ensured he took his medication properly and on time. I would also encourage them in many ways not to lose hope. I reminded them that sometimes people can pass away even when they are not sick. So, I showed them that even though they were caring for someone ill, their efforts were not in vain.

Interviewer: Did you attend the burial after the patient passed away?
Respondent: Yes, I attended the funeral because the deceased was also a relative.
Interviewer: During the funeral, since you were a community health worker, were you asked to explain the illness the person had? Was it your responsibility to clarify to the community the nature of the illness?
Respondent: Yes, it's common at funerals for people to talk about how someone was ill to give testimonies. Especially here in our community, people often confuse illness with witchcraft or poisoning. So, I took time to explain how the patient had been ill and how they were cared for, to avoid such misunderstandings.
Interviewer: I really appreciate the work you do. It requires strength and incredible dedication. Despite all your efforts, do you feel there are challenges or obstacles you face in your day-to-day work as a community health worker?
Respondent: I was lucky that this patient lived nearby, but honestly, the village is quite large. If I had to care for someone far away, it would be difficult to reach them in time. Sometimes you get called and must leave whatever you were doing to check on the patient.
Interviewer: What do you think would help overcome such challenges?
Respondent: Sometimes we must stop our own work to go support a patient, even if it means missing out on daily earnings. If there was a form of compensation for time used to care for the patient, that would improve our ability to support both the patients and our own families. It would make our responsibilities more manageable.
Interviewer: Is there anything else you think patients with chronic or end-of-life conditions need that would make a difference?
Respondent: Yes, they need support, because most of these families are poor. A sick person often needs proper nutrition balanced meals but due to lack of resources, we don’t even mention it because we know they can’t afford it. Transport to the hospital is another issue. So, if they could get support with food, nutrition, and transportation to health facilities, it would really help.

Interviewer: Have you ever received any training on how to care for patients who are in their final stages of life? And if not, do you feel you need it? What do you think you would like to learn from such training?
Respondent: Yes, we did receive training, but it was a long time ago. However, if I got the opportunity to attend another training, I believe I would gain even more knowledge. Caring for such patients requires a lot of patience  both for yourself and to help others be patient as well. It would help me better understand how to handle the situation and care for someone who is nearing the end of life.
Interviewer: Thank you so much for your time. You answered everything thoughtfully and with a lot of wisdom.
Respondent: Thank you as well.







Interview #6 (Rwerere Health Center)
Interviewer: Thank you for taking the time to speak with us so we can better understand the role and responsibilities of a Community Health Worker in providing care for patients with life-limiting illnesses.
This conversation will take approximately 45 minutes. I assure you that our questions will not focus on your personal health or private life.
All the information will be securely stored in a OneDrive account and will only be accessible to the research team. Each participant will receive compensation of 6,000 RWF.
Please note that your participation in this research is completely voluntary. You may withdraw at any point, or choose to skip any question, and you will still receive your full compensation even if you don’t complete the interview.
Interviewer: Do you have any questions before we begin?
Respondent: No.
Interviewer: What kind of community health worker are you?
Respondent: I am a Binome.
Interviewer: How long have you been a community health worker?
Respondent: Fifteen years.
Interviewer: What made you decide to become a community health worker fifteen years ago?
Respondent: What motivated me to become a community health worker was the desire to help community members improve their health. I wanted to support them through services such as family planning, good nutrition, treating children, and screening children for nutrition issues. I assist my fellow residents, and in doing so, I also support the country in reducing child and maternal deaths.

Interviewer: Could you briefly introduce yourself?
Respondent: I am married, with one wife and four children, all of whom are in school. I owe this to being a community health worker. I practiced family planning so I could have children I’m able to support through school. Three of them have completed secondary school, and one is currently in secondary school.
Interviewer: That’s really great.
Interviewer: Do you have another job besides being a community health worker?
Respondent: I also do farming and livestock keeping to support my daily livelihood.
Interviewer: What religion do you belong to?
Respondent: I am a member of the Seventh-day Adventist Church, and I do not drink alcohol.
Interviewer: Have you ever cared for a patient with a terminal illness who had been discharged from Butaro Cancer Center?
Respondent: Yes, I once supported a patient who had been treated at Kanombe Hospital, then referred to Butaro Hospital. After a while, Butaro discharged him, and he returned home in the village. Since he was seriously ill, I approached his family to guide them on how to care for him. I also advocated for him to receive support because they had spent a lot of money on treatment. Local authorities were able to provide him with a small nutritional support like flour, and even we as a community would sometimes contribute to support him, since his illness had lasted a long time.

Interviewer: That’s very good. Are you still following up on him today?
Respondent: I no longer follow up because he passed away in April last year 2024. He started getting sick in 2020 and was ill for about two years. He died in April last year, in 2024. While his illness, I supported him by helping him follow up on his medical appointments and advising on his nutrition, especially encouraging the family to provide him with proteins. But unfortunately, he passed away last year.
Interviewer: Thank you so much for taking care of him, it’s truly a blessing to have you. How did you meet?
Respondent: We live in the same village; we were neighbours.
Interviewer: How did you find out he had cancer? Did he tell you himself, or was it the doctor or the family?
Respondent: It was his family who told me, since we live in the same neighbourhood. But, we had encouraged people to go for check-ups. When he went to the hospital, they asked him to come back for a second visit. During that second visit, they discovered a problem. As a community health worker, the health facility also informed me, and that’s when I started following up on him.
Interviewer: So, you learned that the patient had cancer through a general medical screening and because the hospital informed you that you needed to follow up with her, right? I just want to make sure I understood correctly. Now, who cared for her during her illness?
Respondent:yes, that’s what I said, I did so in my role as a community health worker, but I worked together with her family, her husband and one of her children.
Interviewer: How old was she?
Respondent: She was an elderly woman, 68 years old. She had four adult children,three were married, and one still lived with her. That child and her husband were the ones mainly caring for her.
Interviewer: I see, and as a community health worker, what exactly did you do? And what were her family members responsible for?
Respondent: My responsibility was to ensure she took her medication properly as prescribed by the doctor. I also encouraged and reminded the family to stay committed to her care, to give her a balanced diet, and to maintain her hygiene.
Interviewer: You mentioned food and balanced diet, was there ever a time when you personally brought her food?
Respondent: Yes, in our Rwandan culture, when someone is sick, we do what we can with the little we have. Sometimes I would bring her eggs, even though we don’t receive a salary as community health workers. Or I would ask neighbours to contribute something and together we would bring it when visiting her.
Interviewer: Thank you so much. You’re very kind.
Interviewer: I just want to confirm if I understood correctly—you mean taking the patient to the hospital, encouraging neighbours to support her, helping her get medication and go to appointments, and educating the family on how to care for her. Was your responsability, right?
Respondent: It depends on the situation. If there’s no caregiver available, I escort the patient to the hospital,if it’s nearby, like Butaro. But if the caregiver is present, I remind them and check if the patient has all necessary documents to go to the hospital. Once the patient returns, I follow up to make sure everything is in order. Sometimes, doctors themselves call us, and I go as a community health worker,but it’s usually the caregiver who accompanies the patient to the hospital.
Interviewer: What does the caregiver do daily?
Respondent: They help prepare meals for the patient. I usually visit in the morning and evening, but the caregiver is the one who stays close and ensures the patient takes their medication, eats, and maintains hygiene. Because I was trained, my role is to provide comfort, counsel, and follow up to ensure they’re taking their medication properly. I talk to them about these things, but the caregiver is responsible for the daily care.
Interviewer: Thank you so much, you’ve explained it clearly, especially the distinction between your role and that of the caregiver. You mentioned that you visit the patient twice a day, in the morning and evening. Is this part of your daily responsibilities?
Respondent: Yes, that’s right.
Interviewer: That’s a lot of work. You mentioned trainings,what kind of training did you receive?
Respondent: We were trained by the Ministry of Health. They taught us how to care for cancer patients. Although the training wasn’t extensive, we did receive guidance on how to support patients with chronic illnesses.
Interviewer: When was the training?
Respondent: Between 2021 and 2022, because that’s when we were frequently gathered at the hospital for the trainings.
Interviewer: Is there anything in particular that you remember from the training?
Respondent: They taught us about different types of cancer. What I remember most is that they emphasized encouraging women, especially during community meetings, to get screened for breast cancer so they can know their status and get help early. They also taught us how to comfort the family and encourage them to care for a patient who has returned home seriously ill. But the main message was that if cancer is detected early, it can be treated and cured so people were advised to get tested.
Interviewer: How do patients find out that they have a terminal illness?
Respondent: The doctor gives them that information because they are the ones who conducted the tests. The doctor is the one who explains that it’s a serious illness that could lead to death. But they also explain how the patient should handle the diagnosis, even though it’s a tough disease to deal with.
Interviewer: So, do you think it’s your responsibility to tell a patient that they have a terminal illness?
Respondent: No, as a community health worker, that’s not my role. It’s the doctor who gives them that news. My role is to comfort and support them, so they don’t lose hope, but the information about the diagnosis comes from the doctor.
Interviewer: If I understood correctly, it’s the doctor’s job to tell the patient they have a terminal illness, right? Or do you think they should not be told?
Respondent: It’s the doctor who conducted the tests and saw the results, so it’s their place to tell the patient. We, as community health workers, cannot tell a patient they have a terminal illness, that would only make them lose hope. Our job is to comfort them.
Interviewer: You mentioned that you are a Seventh-day Adventist (umudive). Does that help you in your work as a community health worker?
Respondent: Yes, it helps me a lot. There are three main ways it supports me. First, it teaches me to care for every human being as they are created in God’s image. Since the patient is a person like me, my faith encourages me to love and support them. Second, being an Adventist reminds me that doing good on Earth is what God will judge us by, so I do my best. Third, I don’t drink alcohol or smoke, which are risk factors for cancer and diabetes. The teachings of my church help me educate others that if they avoid drinking alcohol and taking tobacco it will protect them against many diseases.

Interviewer: Have you ever brought a pastor or a priest to visit a cancer patient?
Respondent: Yes, definitely! As part of our responsibilities as Adventists, we visit the sick. Our intention is to pray for them, comfort them, and also encourage them to take their medication. We visit them regardless of whether they belong to our church or not.
Interviewer: You mentioned that the patient passed away last year. Did you attend the funeral?
Respondent: Yes, in our culture, we attend burials and keep vigil. Since we were neighbours and even had some family connection, I took part in the burial.
Interviewer: Were you ever given the opportunity to speak about the cause of death?
Respondent: She was a Catholic, and they were the ones who organized the funeral. However, as community health workers, we usually take the opportunity to explain what caused the death, making it clear that it wasn’t due to witchcraft, as people often claim. We also use the moment to sensitize the community on the importance of early screening and testing, when illness is detected early, it can be treated effectively.
Interviewer: How do you feel after completing your support work with a patient?
Respondent: I feel satisfied. I feel that I have fulfilled my duty and honored the trust the community has placed in me. I know I did what was expected of me, providing care and support throughout the patient’s health journey. It gives me a sense of pride and purpose, knowing I upheld that responsibility.
Interviewer: It’s clear that you are passionate about your work. Is there anything that can be provided or do to help you continue doing your job better?
Respondent: Thank you. People have many needs, but according to the training we have received, since we are volunteers, we create a schedule for ourselves. When we are following up on a patient, we set a plan, saying, "In the morning, we will check on the patient, and then in the evening we will check again," while the other hours are dedicated to doing our income-generating activities. This way, we manage to support ourselves and still attend to the patient, because we’ve been trained to be volunteers.
If we can get additional support or help, we would be grateful to God, but even if that doesn’t come through, we work diligently, as it is part of our culture to seek solutions. Of course, when we get motivation, or support like transportation, it helps us in our mission to visit the patient. If it's not available, it doesn’t stop us from continuing our work.
Interviewer: Can you explain more about the transportation you’re referring to? Is it for visiting the patient or for going to the hospital?
Respondent: Both are possible. Sometimes, I go to visit the patient and end up being delayed, especially if I also must follow up with others who are working in the farm, like those going to the fields. Some other times I arrive late at the health center, leaving my own duties behind, and leaving the others to manage without me. This can affect the household’s income, but even when resources like transportation are unavailable, we keep giving our time and showing up as part of the Rwandan culture of selflessness.
Interviewer: What do you think is missing to help them have a good end-of-life experience?
Respondent: I think they need counselling sessions, yes, but there are times when the family's resources are limited because the patient has been sick for a long time. For example, transportation costs for hospital visits, think about traveling from here to Kanombe... All of this causes the family to be poor because of the patient’s prolonged illness. This leads to an uncomfortable situation at the time of death, and there is often a lack of all the necessary requirements for funeral. Even though people in the community try to come together to help the family, what they provide is often rural assistance, and in the rural area, there are not many resources, just food. During these hospital visits, money is needed the most, and there is a bigger need for financial help rather than just rural donations by the community members. But if these patients are well cared by the government, hospitals, or other organizations provide necessary support, when the patient passes away, they do so with hope.The family in the rural areas is often unable to provide such care, especially for a prolonged illness.
Interviewer: Do you know of any assistance that is provided to such families, either from the government or hospitals?
Respondent: Sometimes we think it is given, but not enough. For example, Partners In Health provides financial support for transportation for patients with diabetes, like giving them travel money, or providing tickets for travel, but there is no support for food. Rural families don't get something like meat sauce or cooking oil, but they can get items like sweet potatoes or beans. They may also make their own porridge, but no support for ready-made porridge. I feel that Partners In Health doesn’t provide adequate nutritional assistance, which is crucial for the patients.
Interviewer: Is this the only cancer patient you take care of?
Respondent: Yes, this is the only cancer patient I take care of, but I also take care of a diabetes patient.
Interviewer: How many patients do you take care of in total?
Respondent: I have one diabetes patient who has regular hospital appointments.
Interviewer: If you were given the opportunity to receive further training about cancer and other diseases, would you like that? What do you feel you would learn from it?
Respondent: Yes, we really need it. Even though we’ve had some training before, sometimes we feel like we’ve forgotten some things because so much time has passed. When training comes, it would help me especially with managing patients who are critically ill, especially since these days we are seeing many patients who are critically ill. More knowledge would help me better take care of my diabetes patients, and it would also remind me of the things we learned in the last three years, things that I might have forgotten. Further training would be beneficial for the patients we see.
Interviewer: Is there anything else we haven’t asked you that you would like to share?
Respondent: I think you’ve asked enough about cancer, but you can always come back to ask about other diseases we care for as health workers in our community.
Interviewer: Thank you.
Respondent: Thank you as well.









Interview #7: (Rwerere Health Center)
Interviewer: Thank you for taking the time to discuss the role and responsibilities of a community health worker in providing assistance to critically ill patients/ patients in end of life period.
This discussion will last 45 minutes, and I assure you that our questions will not solely focus on daily health matters. All the information will be securely stored on a OneDrive account, accessible only to the research team. Each participant will receive 6,000 RWF.
I remind you that by participating in this research, you can stop at any time, suspend, or skip any question you wish and will still receive your compensation for as long as you have participated, even if the study is not completed.
Interviewer: Do you have any questions before we begin?
Respondent: No, I don't.
Interviewer: Can you briefly tell me about yourself?
Respondent: I am a community  health worker who follows up on patients in this village. I have four children, I'm married, but I live alone. I am ready to answer any questions related to my role.
Interviewer: What type of community  health worker are you?
Respondent: I am a Binome.
Interviewer: How long have you been a health advisor?
Respondent: I started in 2008.
Interviewer: So, it's been 17 years. What motivated you to become a health advisor?
Respondent: What motivated me to become a health advisor is that in our village, there are many people in need of assistance, especially in hygiene, accompanying pregnant women to the hospital, and also treating illnesses in children from a two months baby up to 49 months child. We treat diarrhea, pneumonia, and malaria.
Interviewer: Are you religious? What religion do you belong to?
Respondent: Yes, I am Adventist 
Interviewer: Have you ever assisted a cancer patient who was discharged from the hospital?
Respondent: Yes.
Interviewer: Since when?
Respondent: Since 2000.
Interviewer: Is the patient still around?
Respondent: Yes, the symptoms have been particularly visible in the last two years.
Interviewer: Can you briefly tell us about this patient?
Respondent: I have been following this patient for a year. It is this year that they were allowed to return home after being discharged from the hospital. Once they arrived home, I constantly remind them to take their medication and also provide hygiene care, as they are alone at home. They have no family living with them, so I assist in their care. The government has established CHWs to support people with chronic illnesses. Neighbours help by bringing her food, but they also need basic items like soap and oil since they have run out of funds due a prolonged condition of disease.
Interviewer: We are going to talk about this patient. Has she ever had a husband?
Respondent: She is a woman who gave birth at her parents' home.
Interviewer: Where is her child?
Respondent: she has a daughter, she is married and is not present.
Interviewer: How old is this patient?
Respondent: She is seventy years old, she is elderly.
Interviewer: As a CHW, how often do you visit the patient?
Respondent: Well, because we rotate, I go for about two days, and then other CHW will also visit her the other two days, and we continue like that.
Interviewer: How did you meet her?
Respondent: We were called from the hospital. A doctor from thee hospital called us.
Interviewer: When was this?
Respondent: When she was returning home, the doctor called me. The doctor gave me her name and told me she was from our village, so I immediately began my duties. When they are at the hospital, patients in our community usually know our phone  numbers, they give them to the doctors who then call us.
Interviewer: You mentioned that this patient lives alone. Does she have any relatives?
Respondent: She has relatives, but considering how long she has been ill, it seems like they have grown tired of helping her.
Interviewer: You told us that you provide this patient with reminders to take her medication and assist with hygiene. Are there any other things you help her with?
Respondent: We also have things we need to do in our own homes. Each person schedules their time, saying, "I will do this and that," and another person will go on a different day.
Interviewer: You mentioned that you are a Binome CHW. There are people you must care for, and this is one of the people assigned to you. Is that correct?
Respondent: Yes, the patient chooses me; she picked me herself.
Interviewer: Does the patient know that she has an incurable illness?
Respondent: Yes.
Interviewer: Who is responsible for telling the patient that she has cancer, which is a fatal and incurable disease? Is this your job or is it the doctor's responsibility?
Respondent: She was told by the doctor after being discharged from Butaro hospital, and she also told me.
Interviewer: In general, who do you think should tell the patient that she has cancer, which is fatal and incurable? Do you think it's necessary to tell them?
Respondent: It’s not good to tell them directly that the disease is deadly , rather you try to help them understand that they can be treated or that it may get easier, even though you know the disease is untreatable.
Interviewer: Who do you think should tell the patient? Is it your job, the doctor’s job, or no one at all?
Respondent: It is the doctor’s job.
Interviewer: When you go to visit the patient, what do you talk about?
Respondent: Sometimes she asks to go outside. She ask me to take her out to places she hasn’t seen in a while, like the fields. When she requests, I take her mattress outside so she can see the fields and mountains around  as she wishes.

Interviewer: Does the patient seem to be in pain?
Respondent: Yes, when the medication runs out, she experiences severe pain, very intense pain.
Interviewer: Does the medication run out often?
Respondent: No, it doesn't run out often.
Interviewer: Do you go to get the patient’s medication, or does she go herself? Who gets it for her?
Respondent: The patient goes herself when they call for her, but otherwise, when she needs medication, I call her daughter, and she goes to get it from the hospital.
Interviewer: You mentioned that you are a Seventh-day Adventist. Do you talk to the patient about your faith?
Respondent: Yes, I mostly try to make her understand that she should pray every day because prayer helps. I also tell her to listen to the faith based  radio, Radio Maria, as listening to the radio helps as well.
Interviewer: You are a Seventh-day Adventist, and she is Catholic. Does it ever make it difficult to discuss religious topics because you don't share the same religion?
Respondent: No.
Interviewer: Have you ever taken a priest or pastor to visit this cancer patient?
Respondent: Yes, we have a Christian community outreach program, and they come to visit her, bringing her holy communion.
Interviewer: If I understood you correctly, no one wants to die. What can be done to ensure that, even in their last days, a person can have a peaceful end to their life?
Respondent: The important thing is that they accept the teachings they are given and find comfort in their relationships with others, even while facing illness.
Interviewer: Do you ever take the time to talk to the family? Even though you mentioned that they seem to have abandoned her, do you still try to talk to them?
Respondent: Yes, I talk to them. I help them understand that even though they may not be there, she is still their family. When you explain this, they accept it and say they did the best they could.
Interviewer: Do you think the reason they don’t take care of her is because of financial issues?
Respondent: Yes.
Interviewer: Do you think there is any other support she gets to help her on a daily basis?
Respondent: No, there isn't.
Interviewer: Can you tell us what the patient needs on a daily basis? Is there anything beyond lotion, soap, and cooking flour?
Respondent: The patient needs many things. Sometimes, she refuses food even when she requested it. What she needs most is someone who will be with her, talking to her often. There are other things she needs, but they are hard to provide. Sometimes she wishes to go to the market or to go pray with others, but that isn't possible.

Interviewer: When you say that sometimes you give the patient food, and she refuses even though she asked for it, what do you mean?
Respondent: What I mean is that, for example, she asks for green  bananas, and you cook them and bring them to her, but then she is unable to eat them. I think sometimes the illness overwhelms her and drains her energy.
Interviewer: Thank you for the work you do, you go beyond what is required of you. Do you think there is something missing in the daily care of patients that could be added to continue helping them better as a CHW and improve your duties?
Respondent: If they could provide some incentives, it would be easier. A small amount of money for additional needs would help.
Interviewer: Do you have any other job besides being a CHW?
Respondent: Yes, I am a farmer.
Interviewer: Have you had any training on caring for patients in their final days?
Respondent: Yes.
Interviewer: When was that?
Respondent: Last year, in the last quarter, they gave us training.
Interviewer: Do you remember anything specific from the training you received?
Respondent: They trained us on cancer, diabetes, high blood pressure, and mental health.
Interviewer: Did they mention anything about caring for patients in their final days?
Respondent: Yes, they told us that we should follow up on them and monitor how they take their medication.
Interviewer: Do you think you need additional training on caring for patients in their final days?
Respondent: Yes.
Interviewer: What specific thing would you want to learn in such training, if it were available?
Respondent: I would like to learn how to have compassion when taking care of a patient.
Interviewer: These are the questions I had. Is there anything else you would like to share or any other topic we did not discuss?
Respondent: Thank you for the work you are doing in the community. It helps you understand what is happening, and by supporting us, you can continue to teach and help us grow.
Interviewer: Okay! Thank you






Interview #8: (Rwerere Health Center) 
Thank you for taking the time to talk with us today as we explore the role and responsibilities of a Community Health Worker (CHW) in providing care for patients with serious illnesses.
This interview will last approximately 45 minutes, and I assure you that our questions will not focus on your personal life.
All the information will be stored securely on a OneDrive account and will only be accessible to the research team. Each participant will receive 6,000 Rwandan Francs as compensation.
Please note that participation in this research is voluntary, you may stop at any point, choose not to answer any question, and still receive full compensation.
Interviewer: Do you have any questions before we begin?
Respondent: No.
Question: Could you briefly introduce yourself?
Respondent: I am a community health worker in my village. I am married and have five children. That is my address.
Question: How long have you been a community health worker?
Respondent: I have been one for six years.
Question: Why did you choose to become a community health worker?
Respondent: I wanted to because I saw how CHWs cared for people with various illnesses. During the selection process, I campaigned, and the community elected me. That’s how I became a CHW.
Interviewer: Do you have another job that supports you?
Respondent: I am a farmer and a livestock keeper.
Interviewer: What type of CHW are you?
Respondent: I’m a binôme (a CHW working as part of a two-person team).
Question: What religion do you belong to?
Respondent: I’m Catholic.
Question: Have you ever supported a patient with cancer after hospital discharge, specifically from Butaro Hospital?
Respondent: Yes, I once cared for a patient who eventually passed away. This was before Butaro Cancer Center even existed. The patient first received care at Nemba Hospital for two years, but didn't improve. She was referred to Gahini Hospital where he stayed for about a year and a half, but still didn’t recover. He returned home, and soon after, Butaro Hospital opened. We advised him to go there, but by then, the cancer was too advanced. He returned home and lived in very difficult conditions before passing away.
Interviewer: When did he go to Butaro Cancer Center?
Respondent: She went there right after it was built, because she had already been sick before, since childhood, before Butaro Hospital even existed.
Interviewer: When did Butaro Hospital begin operating?
Respondent: It started in 2008.
Interviewer: You mentioned that she went to Butaro already seriously ill. When she arrived, did the medical staff tell him to return home because his case was too severe?
Respondent: No, they treated him when he arrived, but she realized on his own that it wasn’t working. He asked to be discharged, she made the request herself.
Interviewer: You’ve told us how she moved through different hospitals before going to the main cancer hospital in Butaro. How did you come to know the cancer patient?
Respondent: We knew each other before I became a community health worker. Yes, we were neighbours. She lived below the road, and I lived above it.
Interviewer: Did she tell you that she had cancer? How did you come to know she had cancer?
Respondent: Since I was a community health worker, I already knew. It was part of my duties to visit her, encourage him, and comfort her. I kept urging him to seek medical help, but she wouldn’t listen. She said his mother had already done everything she could and that now it was up to God.
This troubled me, so I reported it to the sector’s executive secretary. I explained that I had a patient who refused to go to the hospital. Then the executive secretary and I went to see her together, and we encouraged her again. She thanked us, but said she had received enough treatment and didn’t want to continue. So all we could do was continue to support and comfort him.
Interviewer: Is she still alive?
Respondent: She passed away three years ago.
Interviewer: When the patient used to tell you, “I don’t see the point in going to the hospital, I don’t want to go,” was there a part of you that agreed with her?
Respondent: I found it troubling. I educated her as a community health worker. At some point, it overwhelmed me her mother was no longer alive, and her siblings had left her alone in the house because they had married. Only one of them stayed with her. I kept wondering what I could do. Since her mother had passed, I had no one to report to to convince her to go to the hospital, except by informing local authorities. But elsewhere, she refused to listen. The cell executive was the only one who helped me talk to her. We tried to educate her, but she kept saying she had already tried all treatments with no results, including at Butaro Hospital. So, I didn’t see anything else I could do if even the local leader couldn’t convince her, how could I?
Interviewer: Was the patient male or female? How old was she?
Respondent: She was female. She died at the age of 40 and had lived with cancer for 33 years.
Interviewer: Do you know what type of cancer she had?
Respondent: She had bone cancer. By the time she passed, it had even spread to parts around the breast.
Interviewer: Was she ever married?
Respondent: No, she never married.
Interviewer: So she didn’t have a spouse or children?
Respondent: Her father used to work in Kigali, but he passed away before her mother. Her mother was the one taking care of her until she also passed away.
Interviewer: How did the family afford her medical treatment?
Respondent: Before Butaro, there was no community-based health insurance (mutuelle). But at Butaro Hospital, she was treated using Mutuelle de Santé.
Interviewer: When her mother passed away and she had returned home from the hospital , did she have anyone to care for her?
Respondent: Her siblings took care of her, but eventually, they got married and left her alone at home. She had two sisters.
Interviewer: How often did you visit her?
Respondent: I used to visit every week. When I wasn’t around, my colleagues took care of her.
Interviewer: For how long did you care for her?
Respondent: After she was discharged from Butaro Hospital, I cared for her for three years.
Interviewer: My condolences on the loss of your friend.
Respondent: Thank you. We comforted each other, it’s part of life.
Interviewer: Did you attend her funeral?
Respondent: Yes, we were friends. Our families were close, we shared everything. There was no way I could miss it.
Interviewer: At the funeral, did you speak to people about her illness?
Respondent: A family member was assigned to speak about her life, but as a community health worker who visited her every day, I also spoke shared the conversation we used to have together during her illness.
Interviewer: Did you speak as a community health worker or as her friend?
Respondent: At that moment, I spoke as a community health worker. The first speaker talked as a family member.
Interviewer: Did people clearly understand that she died from cancer, not something else?
Respondent: Because she had been ill for a long time, even before motorcycles became available, we used to carry her in traditional stretchers. For example, when we took her to Nemba, she had to be carried the entire day. So many people already knew what she was suffering from.
Interviewer: How long did it take you to reach Butaro Hospital?
Respondent: It took us a full day. The people carrying her were extremely exhausted and returned home in pain.
Interviewer: The work you do is truly exhausting.
Interviewer: Apart from offering her comfort, was there anything else you did as a community health worker?
Respondent: I also informed the health center that there was a very sick person. They visited her, gave her porridge, and even provided her with some money. They also encouraged her to seek treatment. However, she still refused to go back to the hospital.
Interviewer: Why do you think so many people insisted she go to the hospital, even though they knew her illness was incurable?
Respondent: When someone goes to the hospital, the doctors can offer comfort and pain relief. Even if a person won’t recover, at least their pain is managed. People in the community had learned that it’s better to be treated at the hospital rather than suffer at home. Hospitals can offer support that we don’t have in the community. That’s one of the reasons they encouraged her to seek care, but she still refused to go to the hospital.

Interviewer: When she was at home, was it visible that she was in pain?
Respondent: Yes, she was in pain.
Interviewer: It seems the patient knew she was in her final days. Who told her? Was it the doctor, the community health worker, or did no one tell her?

Respondent: From what I understand, because she sought treatment in many places and realized her condition wasn’t improving, I told you she was the one who asked to return home. I believe she figured it out herself, because she was getting treatment but not recovering. As I said, the illness started from below, reached her knee, then moved up to her thigh, and eventually to her chest. So, she must have seen that her health was not going to improve.
Interviewer: Do you think people like her should be told that they are going to die? If so, who should tell them?
Respondent: I don’t think it’s necessary to tell someone that they are going to die or are in their final moments. Telling someone that they’re dying might make the illness worsen. But when you comfort them, I believe they feel your presence, kind words can help. Even though they are in pain, something positive can come from that support.
Interviewer: You said you are Catholic. Did your faith help you in caring for her?
Respondent: We have something called "basic Christian communities" we gather and reflect on people who are vulnerable or poor. So, there were times we selected her among those in need, visited her, took turns helping her. When we harvested, we also shared food with people who were struggling, not just with her but also other the sick people in the community. We did that as part of our Catholic Church.
Interviewer: So, you weren’t just going as a health worker, you were going as a friend?
Respondent: When I went there as a community health worker, I went with others in the same role. But when I went with the basic Christian community, I went with people I worship with.
Interviewer: It seems the patient wanted to die at home instead of going to the hospital. Was she exhausted?
Respondent: She was treated in all the places I mentioned. If we had been lucky and she had fallen ill when our Butaro Hospital was already there, she would have gone early and might have recovered, because she started seeking care as soon as she got sick. So, if Butaro Hospital had been there, it could have helped her receive timely treatment.
Interviewer: In your view, what is a good death, or rather, what was a good death for her?
Respondent: Because she was a charismatic Christian, she asked for people to pray for her. She said she had done all she could to seek treatment and wasn’t getting better, so the only thing left was prayer. She believed her time had come.
Interviewer: We’ve taken up a lot of your time,  but let us talk about the last questions, what do you think a patient like her needs in order to end her life well?
Respondent: A patient should be in the hospital with someone to care for her, and if it’s God’s time to call her, then let it be so but when she is in the health centre or hospital it is better. But she also needs a good caregiver who looks after her and comforts her right until the end. That’s what I think.
Interviewer: Do you think the patient needed food and transport or did she already have enough?
Respondent: Yes, a patient definitely needs those things. If the person can still eat, they need nutritious food like porridge, someone to speak to them kindly, and someone to help with their hygiene.
Interviewer: Have you ever received training on how to care for terminally ill patients?
Respondent: Yes, Mostly on those with mental health conditions.
Interviewer: Do you feel like you would benefit from training on how to support people in their final days?
Respondent: Yes, we need that kind of training because it really helps. Our knowledge is often limited, and even if you have a little knowledge, you still need more advanced training so that you have the strength to support those who are suffering.
Interviewer: What would you like to learn from such training?
Respondent: I would like to learn how to care for people, especially those in pain.
Interviewer: That’s all the questions I had for you. Is there anything else you’d like to share that I didn’t ask about?
Respondent: Yes, If possible, we could go around the community together, so you could see the seriously ill patients we help treat at the village level. You could meet people who are suffering, observe their living conditions, and see those patients we advocate for. That way, you might find ways to help them too.
Interviewer: Thank you so much.
Respondent: Thank you as well.




Interview #9: (Rusasa Health Center)
Interviewer: Thank you for taking the time to have this conversation with us, as we explore the role and responsibilities of Community Health Workers in providing support to patients with life-limiting illnesses.
This interview will take approximately 45 minutes. I assure you that our questions will not focus on your personal life.
All the information will be securely stored on a OneDrive account, accessible only to the research team. Each participant will receive 6,000 RWF as compensation.
Please note that your participation in this research is voluntary. You may stop at any time, choose to pause, or skip any question without losing your compensation, even if you don’t complete the interview.
Interviewer: Do you have any questions before we begin?
Participant: No, I don’t have any. We can proceed.
Interviewer: Could you briefly introduce yourself?
Participant: I am a married woman with two children. I’m also a farmer and a Community Health Worker.
Interviewer: What type of Community Health Worker are you?
Participant: I work in prevention.
Interviewer: How long have you been a Community Health Worker?
Participant: For five years.
Interviewer: Why did you choose to become a Community Health Worker?
Participant: I felt passionate about it, and I believed I was capable of doing the work.
Interviewer: What is your religion?
Participant: I am Catholic.
Interviewer: Have you ever supported a cancer patient who was discharged from the hospital, specifically someone treated at Butaro Hospital?
Participant: Yes.
Interviewer: How many such patients have you supported?
Participant: Just one who lived in my neighborhood.
Interviewer: When was that?
Participant: Between 2021 and 2022.
Interviewer: Are they still alive?
Participant: No.
Interviewer: I'm sorry to hear that. How did you get to know each other?
Participant: We were neighbours.
Interviewer: Did you know her before she got sick?
Participant: Yes.
Interviewer: When did she start showing signs of illness?
Participant: Around 2019–2020.
Interviewer: When was she diagnosed with cancer at Butaro Hospital?
Participant: In 2020.
Interviewer: Could you describe her condition in more detail?
Participant: She developed a lump in her leg and went to the health center. They referred her to Butaro Hospital, where they examined the lump and diagnosed it as cancer. It initially swelled and eventually burst open. Later, she started seeing a specialist at Butaro and began taking medication on scheduled appointments. After receiving her medicine, we would follow up on her condition at home after being discharged. She would get better, then feel pain again and go back to the hospital. Eventually, she passed away.
Interviewer: Just to clarify, you mentioned she had a lump in her leg, went to the health center, was referred to Butaro, and was diagnosed with cancer. I’d like to better understand how she received her medication.

Participant: When she got to Butaro, they gave her scheduled appointments and provided her with medication. Once it ran out, she would go back for more. Sometimes, when the pain got worse, she would return to the hospital. She had children at home who would occasionally go pick up her medication on her behalf.
Interviewer: When exactly did the lump burst? Was it before or after the cancer diagnosis?
Participant: It burst after she had already started taking medication after diagnosis . It formed a large open wound.
Interviewer: I imagine she was in a lot of pain.
Participant: Yes, she was in severe pain.
Interviewer: How would she get to the hospital?
Participant: She lived in a mountainous area, so she had to be carried in a traditional stretcher “Ingobyi” down to the main road. From there, she would be transported by a vehicle, like a public taxi, to the hospital.

Interviewer: How long would it take to get from the house to the bus, and from the bus to the hospital?
Respondent: It took about ten minutes to walk from the house to the bus, then the bus to Butaro Cancer Centre took around 40 minutes.
Interviewer: Was the patient paying for transport herself?
Respondent: At Butaro, they would give her transport money, which she managed well and used to go back and forth.
Interviewer: So, they gave her money?
Respondent: Yes.
Interviewer: Who was taking care of her? Who accompanied her to the hospital?
Respondent: She had two daughters at home.
Interviewer: Can you tell us more about the patient?
Respondent: She was 56 years old, a woman. She was married but no longer living with her husband. She had given birth to seven children, but only two were living with her in the house.
Interviewer: Were the children adults?
Respondent: Yes, they were grown up, they are now married.
Interviewer: Did the patient have any occupation?
Respondent: Before falling ill, she was a farmer.
Interviewer: From an outsider’s perspective, how would you describe their economic status? Were they wealthy, middle-income, or very poor?
Respondent: They were middle-income. They had small farms.
Interviewer: Do you know where her husband had gone?
Respondent: He had gone to Kigali and married another woman.
Interviewer: When did he leave her?
Respondent: He left before she got sick. They had frequent domestic disputes, so he left. He only came back for the funeral.
Interviewer: Did you attend the funeral?
Respondent: Yes.
Interviewer: How did that go? Were you given a chance to speak as a community health worker?
Respondent: Because I had been checking on her every day, I would go to see how she was doing and let her children know what she needed, and they would buy it because they weren’t very poor. I would tell them to bring fruits or prepare food she felt like eating. I was always there for her. You know, cancer is cancer, in the end, she passed away. The husband got emotional because he hadn’t been there for her, but they had marital issues. He only came on the day of the funeral. So, we explained that we had been supporting the patient, and while some people were claiming it was due to witchcraft, we clarified to everyone present that she had died of cancer.
Interviewer: So the husband didn’t know that his wife had cancer?
Respondent: He was told, but he didn’t believe it because he never visited her to see for himself.
Interviewer: Thank you for sharing the story of how she passed. Do you think community health workers should attend the funerals of patients they cared for regularly?
Respondent: Yes.
Interviewer: Earlier, when you talked about the funeral, you briefly mentioned the support you provided daily… Could you tell us more in detail about what you used to do as a community health worker? How you advised her, how you ensured she had what she needed in short, how you cared for her day to day?
Respondent: You know a wound requires cleanliness. They used to give us gloves to wear. I would clean her wounds and remind her to take her medication on time. Sometimes she would be overwhelmed and discouraged to the point of wanting to stop the medication so she could die quickly. But I would encourage her to keep taking it , I would tell her that even if it might not cure her, it could at least relieve her pain and help her live longer.
She had grown-up children, but in some ways, they were still like acting like children. For example, they would say they couldn’t wash her undergarments, so I would wash them myself because they refused to do it.
Interviewer: Did you get along well with the family, or were there any disagreements?
Respondent: Even though they were young, we got along well, there were no issues.
Interviewer: The children were the ones who used to get her the medication to help relieve her pain. Was there anything else they helped with that you haven’t mentioned?
Respondent: Yes, they also used to cook for her. I can’t say I was there every single day. When I wasn’t there, they would do it or I would call them and tell them, “Please do this or that for her.”
Interviewer: How often would you visit the patient?
Respondent: I didn’t go every day, but during the week, I would go about four times.
Interviewer: How long would you usually stay there?
Respondent: I would stay for around two hours.
Interviewer: You mentioned helping wash the wound of  patient , do you feel that you had the proper knowledge to do it well?
Respondent: I had seen it done before. I would use clean water and cotton or a clean cloth if I had it. We didn’t have many resources, we used clean water and a clean cloth to ensure hygiene and to keep the air fresh. You know, if a wound is not kept clean, it smells bad, and it makes the space unpleasant.
Interviewer: All the good things you mentioned like cleaning the wound, talking to her, comforting her, making sure she took her medicine, did you ever cook for her?
Respondent: No, I didn’t cook for her myself. I would tell the family what to prepare, but I wasn’t the one doing the cooking.
Interviewer: How did you know which foods were nutritious and appropriate for her?
Respondent: We were trained on that as community health workers.
Interviewer: You've shared so many helpful things you did for the patient. Do you think all patients should be cared for by community health workers in the same way? Do you think it should be part of a community health worker’s responsibilities to support a patient in such a condition?
Respondent: Yes, they should be doing this kind of care as their responsibility.
Interviewer: What about the washing the patient clothes?
Respondent: Yes, that should be done too, because there are patients who don’t have caregivers. If they are your neighbors and live near you, would you really let them stay dirty and neglected? We should rather approach and help them.
Interviewer: Thank you for everything you did. When the patient went to Butaro Hospital and was told she had cancer, did she feel she was going to die and wouldn’t recover?
Respondent: Yes, she lost hope. When Butaro discharges her, they believe they are being sent home to die.
Interviewer: Do you think it’s better for a patient to be told that they’re going to die, or to let them realize it on their own?
Respondent: I think it's better for them to realize it on their own. They should be treated without being told it's the end. Of course, it's good to know the illness they have, but not in a way that makes them lose all hope.
Interviewer: Did you ever talk to the doctor who was treating the patient?
Respondent: No.
Interviewer: Was there anyone at the health center who knew the patient condition?
Respondent: She came to the health center, and her condition was severe, so she was immediately referred to Butaro. I didn’t get to know anyone who was following up on her case because they sent her right away to Butaro  cancer centre. She came in with a badly infected swelling because at home they had been applying traditional medicine to try to make it burst.
Interviewer: You said you’re Catholic, did your faith help you in taking care of her?
Respondent: Yes.
Interviewer: How did it help you?
Respondent: When I visited her, we would pray together because she was also Catholic.
Interviewer: If she hadn’t been Catholic, do you think that would have changed anything about the prayers?
Respondent: I don’t think a sick person would refuse to be prayed for, regardless of their religion. I would still say a prayer for them.
Interviewer: Did you ever visit her with a priest or a pastor?
Respondent: No.
Interviewer: Where do the Cancer patient prefer to die from, at the hospital or at home?
Respondent: Cancer patients are often physically weakened after a prolonged illness, leading them to feel as though they should simply rest at home until the end. They may believe that their condition is a burden to their caregivers, thinking that death would be easier for those around them after enduring such prolonged suffering.
Interviewer: That’s sad. As a CHW who has seen many people pass away, how do you think a cancer patient should die? When a patient with cancer is in the hospital, how should it go for them in order to have a peaceful end?
Respondent: I think they should stay at the hospital and be cared for.
Interviewer: Even if there’s no medicine to cure them?
Respondent: Even though there’s no cure, they are given medicine to help manage the pain.
Interviewer: What do you think is lacking for cancer patients? What do they need?
Respondent: Families are very different when it comes to resources. Some families are well-off and can afford to buy food and other necessities for the patient. Others are poor and cannot even afford soap for the patient, the need  can depend on the family.
Interviewer: How do you think the patients who need support are identified?  is it through the health centers or are the CHWthe ones who give the information?
Respondent: It is us, the community health advisors, who make the announcements, in collaboration with the village leaders.
Interviewer: Is there any additional support you need as a community health advisor to help take care of these patients so that you can do your work better?
Respondent: In this case, if I had known how to properly treat the wound, I could have done it, but I didn’t have the resources or knowledge at the time. I think getting more  knowledge  on how to treat wounds for patient would help.
Interviewer: There is something about families abandoning cancer patients that we heard from past respondent. I know that this one might not have been abandoned, but many others are. What can be done to prevent these patients from being abandoned?
Respondent: It requires education. You need to tell them that even though the person is sick, they deserve to be cared for, just like anyone else. They should be counselled so they understand this.
Interviewer: What do you think causes families to abandon these patients?
Respondent: From my perspective, it’s because they believe cancer is an incurable disease, and so they leave them alone, isolate them avoid having interactions with them
Interviewer: Do you think the reason for abandonment is financial, or that families think they are losing their time without any chance of recovery? Or is it both?
Respondent: It’s both. The patient feels like they are spending money that won’t help them recover, and they are using time  on a patient with a disease which will never be cured. So they wonder why they should continue.
Interviewer: It's surprising, especially because people in Rwanda, due to their culture, often have a lot of time to dedicate to helping others.
Respondent: Sometimes there isn’t enough time. For example, even in rural areas, you can’t find someone just sitting idle, because it’s planting season. Even if you have a patient, you must still work, and the remaining time  after work  dedicated to them no longer  benefit them because you were focused on your work.
Interviewer: Is there any other form of support given to cancer patients, apart from transport?
Respondent: No, there isn’t.
Interviewer: Who pays for the transport?
Respondent: It’s either from the family or the hospital.
Interviewer: Did you receive any training on how to care for terminally ill patients?
Respondent: Yes, in February 2023 at the health center.
Interviewer: Was it focused on caring for terminally ill patients?
Respondent: No, it was for all patients with different diseases in general.
Interviewer: Do you think you need to learn more about caring for cancer patients who are terminally ill?
Respondent: Yes, we have not received any training specifically for caring for cancer patients. So, I think that kind of training is necessary.
Interviewer: Is there anything we haven’t discussed that you think is important to mention?
Respondent: I think we’ve discussed everything in detail.
Interviewer: Thank you very much for taking the time to speak with us.
Respondent: Thank you as well.









Interview #10: Ndogozi Health Center
Background Info: Farmer, wife and two kids. 
I wanted to go to medical school, but didn’t have the opportunity. When had the chance to become a CHW it helped me use my passion for healthcare. 
What do you do as CHW? What are yourr responsibilities? 
I tell community members when to go to the hospital, I teach them about nutrition, I advocate on behalf of the patient. 
Have you ever taken care of a terminally-ill patient discharged from BCCOE?
Yes, one patient from 2016-2021 until the patient’s death. A fellow CHW referred her to my care. 
Do you know what type of cancer the patient had? 
Breast cancer. 
Can you tell me more about the patient? 
Her name was Cecilia. She lived with husband. She was old and poor and had little food. 
Before she moved to my community, she had surgery on her L breast. Patient thought she was going to die so she stopped taking her medications. I comforted her and convinced she wouldn’t’ die and to take her medications. I would cook and find Irish potatoes for her and her family since they were poor and old. 
I would also fetch water for them. 
Their house was so old and let rain in. 
I advocated to the government so build them a new house. I would also get medications for her from the health center.
Her husband died before her since he was older than her, she was his second wife. They shared 6-7 kids between the two of them, 4 girls and 2 boys. All married adults. 
Did she have a caregiver?
Husband was almost too old to take care of his sick wife. 
What was your role as a CHW in this situation with Cecilia? 
Comfort and encourage, remind pt to take medications, fetch water, cook for patienta dn advocacte for patient. 
When I did not have time, I would send my wife to cook for the patient and her husband or to even dig [up vegetables in their plot] for them. It was my responsibility.
How often would you go to care of Cecilia? 
Two out of seven days at minimum. By near the end of her life I would go more frequently than this. 
What was her family’s role in this situation? 
She had 7 kids but was only living in the same village with one, a son. Daughters lived far. They all assumed “someone else” was going to care for her. There were so many delays in getting her to the hospital.
“These people” [Community members] don’t like going to the hospital because they think they will die there instead of at home. 
I started taking care of her in 2016.
Death, dying, spirituality reflections 
Community members think that if they are sick they will die. Even my own Grandma think sthat because she takes BP medications she might die. 
Did the patient know she was dying? Did anyone tell her? 
She died at 78. I am not sure if anyone told her she was dying. But I think she knew because the hospital sent her home. She didn’t understand why CHWs kept telling her to take medications. 
Should anyone tell the pt is dying? If so, who?
I never talked to her about death and I don’t think CHWs should ever talk about this stuff. I don’t think anyone should tell them because the patient would never their medications [if they knew they were not going to recover from their illness]. It is encouraging if they don’t know they are going to die. 
Phone interruption. 
Religion/good death/funeral 
A good death is when...
The family is present, caring, taking the pt to a good hospital, good health centers, availability of medications. A good death is when the cost of caretaking for the pt doesn’t cause [financial strain] the pt’s family to have to sell their land to come up with the money to pay for care. 
My Christianity helps me do this work. For example, right now it is lent. This is a time when you fast for days and you’re supposed to give your food to poor people. 
Since Cecile was a part of a different church than me—she was Anglican—I would just tell her to believe in God’s ability to miracles. I would also encourage her to go to chruch when she could. My wife would wash her church clothes (skirts, etc.) to help her be able to attend. 
Feeling about reflections
I feel like someone in important in my village. They call me doctor. If we are at a bar and a problem errupts they say “we are with the doctor! Don't worry”. 
Participant seems proud of his work...sat up taller in his seat when talk about this^
Funeral attendance? Did you speak to fellow attendees about the pt’s dx? Was their any misinformation being spread?
Yes I attended as a friend. No I did no explain the dx to attendees in detail, I did not say the pt had cancer. I kept in general. 
What supports currently exist for pt’s like Cecile?
There is some money allocated for the elderly (approx 7000 RWFs). 
What is missing for patients like Cecile? What is missing for you to be able to take care of paitents like her? 
CHWs (like myself) need help for their families because they are often away working on their different responsibilities. 
I think we need collaboration between CHWs (as myself) and the pt’s family. I also struggle to the patient to the hospital quickly in an emergency. 
Do you believe Cecile was in pain?
Yes...very much so. He only had pain medication sometimes.
Participant motion to hand on chest. 
Have you ever been trained in palliative care? Desire for palliative care training? 
No not officially. I will randomly hear about it. I want training.
I need to learn how to have these conversations with patients. How should it go? I need to know how to conduct myself. 
Do you have anything else to add that we did not ask you?
I take care of a paitnet with diabetes who is quite poor and is living with his uncle. Please advocate for her. I gave her 100 RWFs to cover the travel to the hospital, but she arrives to the hosptial and can’t afford treatment. 


Interview #11: Ndogozi Health Center
Background Info: Mother, farmer, catholic, CHW binome since 2004. 
Have you ever taken care of a terminally-ill patient discharged from BCCOE?
Yes. The patient I took care of was referred to BCCOE then dx’d with cancer form another hospital. This happened a long time ago, approx 10 years ago. 
*This participant is technically not within in inclusion criteria*
Tell me more about this patient 
The patient I took care of had HIV/AIDs. I would bring him medications. The pt was then dx’d with cancer and died in June 2013. 
The patient didn’t have a husband so I provided her lots of support. 
What was your role in this situation? 
To bring medications from the Kirambo health center for her, bath the patient, feed the patient, comfort the patients through conversation. The patient was very poor, I would provide daily necessities for her, even though I didnt [or don’t] have a lot. 
The patient I took care of was a woman with one child. Actually he did have a husband, he just was busy workking a lot. His job was to brun charcol, because her hsuband was busy the patient di dno thave a full-time caregiver. Her mother in law would sometimes take care of her. Later on, near the end of the patient’s life, her husband quit his job to care for her. At this point, we had to physically open her mouth to feed her. The hospital gave me gloves to bathe the patient.  It reached to the point where her friends could not take care of her. 
How often would you go to take care of this patient? 
Two times a day. Sometimes I could spend a day without going. Even if I wasn’t a CHW I would have cared for her as a friend. The patient had a young child, 7 years old. She would send her to come grab me. 
Did you have any conversations with her about death? Did she know she was going to die?
Pt never explicitly said she was going to die, but also she didn’t seem to have confidence that she would recover. She was mainly worried about her kid. 
Participant laughs. 
Of course I didn’t tell the patient she was dying. No one should tell them. Only comforting conversations should be initiated. 
Does your faith inform your work? If so, how? 
My catholic faith helps me comfort and encourage pts. Prayer is important. The patient (Clementine) talked about religion, and even sang in her church. Clementine’s pastor would come visit her with church members. 
Death is inevitable. What do you think is the most ideal way to die in your opinion? 
There is no good death. Cancer is the worst one.
Participant stops making eye contact with me or Lucie (Translator)...stares at the floor.
There was a time it got really bad for Clementine. Neighbors literally stopped using the road near her home because of the “bad smell”.
I don’t blame them. If I wasn’t a trained CHW I would think the same thing. 
Participant still is looking away not making eye contact, now is look at the left corner of the room. 
If death is inevitable, what is the “best death” in your opinion? 
If the patient dies quicker before their family gets tired of them. Like Clementine’s death cannot be a classified as a good death. People started disliking her. They hated the way she smelled. No one from the community wanted to visit her. Even the Kirambo doctors were so sad for her. Clementine was also in pain—stomach pain. When she was discharged from BCCOE she stayed in bed all day and couldn't go to church. 
Did you go to Clementine’s funeral? Did you explain her dx to fellow attendees?
I went as a community member and CHW. I went to the hospital to give a the doctor a report after she died. Everyone at the funeral why she died. Also, Kirambo Health Center sent someone to talk about why she died. 
Do you know of any supports that already exist?
The health center can give money for maize for patients to make porridge. 
Was the patient missing anything that would have helped her in this situation? 
The patient was missing nothing. We (CHWs and are her husband) helped her so much. 
Are there any additional supports that you and other CHWs to better care for patients like clemenitne? 
Money...not a salary exactly, just something to replace my “daily activities” [digging, cattle keeping]. I can also use this money to buy stuff for the paitent. 
I don’t want to visit a pt when I look dirty and I haven’t washed my clothes. 
Have you even been trained in palliative care? 
No. 
Do you desire or believe you need training in this area?
Yes, it would be so helpful. They [the hospital] usually selects which CHWs are trained and I don’t think I was picked. 
We need more tools [i.e. books, bookshelves, clothes that can withstand rain and big boots, rainjacket etc.]


