Supplementary File 1: Quotations to support themes

Theme 1: Restoring the person’s life

… The process of restoring the person’s life will be a time taking process as this is a person who has lost many things in the course of his illness. This is one of the most challenging parts. Our community is very cooperative in this regard. . ... If the kebele [sub-district] is capable of supporting and restoring him it’s a good thing, but if they can’t, they refer that person to the district. We have ample experience with HIV where people provide each other with support. 

IDI 6, Local health service planner

…A person may recover from his illness; but deprivation could cause him to go back to being “crazy”. So we should begin from our own pockets in contributing to this end. ... What is expected of us is to help create jobs for these people; work in collaboration with aid organizations and the district administration. Until something is done for these people they are in danger of relapsing. 

FGD 6, Health volunteers
What I personally think is when we look at this from a psychological, spiritual and humanity point of view, this is not something the person has brought on himself. ...In helping that person to get back on track we need to provide him with a wide array of support through prayer; counselling; money and many other ways. We need to be sympathetic towards this person. 

IDI 10, Religious leader

I have a strong interest to start working but no one understands and trusts me because I am mentally ill. Regarding to social events my neighbours invite me for the feast but they don’t ask me to support them … they always ask advice one another every day but no one seeks help from me …I am lonely …they don’t take me as someone useful…but I can give some idea I am literate… I know many things.

ID19, Person with SMD

We can establish relationships with these people; spend time with them; take them out for some tea and coffee. If we spend some time with them, we can help them make small improvements. They generally tend to feel alienated and that they are outcasts.  
FGD 6, Health volunteers 

I: Mostly people with Mental illness are not allowed to be decision makers even after recovery. They may not be involved indecision making activities at  Kebele, Woreda , Gott level.Most of the times may not be allowed to take part in social gatherings, or to express themselves. What do you think your role could be with respect to these things?

R.3:  We should educate the community that mental illness is curable. We need to tell them that the person has the ability to get involved in the social activities and decision making.

I. What else? 

R4:  In the usual community gatherings we do, we can include mental health issues. We can instill the idea that the mentally ill could be involved in decision making. We can also involve them in the decision we make. If we do this the community will accept their role as able decision makers.
FGD Health extension workers

Currently, there is no message transmitted from the religious leaders. As a result, the community is careless towards the needs of these people. They think that the person is crazy and there is no hope afterwards. Even they may consider that the person’s destiny is the grave. The persons full life journey may be considered as ruined. These are all negative impressions that our community has. There is no culture to support these people or take care of them. The community prefers teaching of a knowledgeable religious leader than what medical doctor could teach. 

IV05 Religious leader

The other problem is that it is a long-term illness. People will get tired of you if you are ill for longer period of time. Your relatives could help you till you get well. But, people will get tired of you when you have an illness that stayed with you for years. 

ID 16 Person with SMD
I have no confidence in the community’s ability to give support. In my opinion, with God’s help and with his family’s support this person will support himself. He may recover; start working and support himself. But until that day comes the person may need the government’s support. Aside from that I don’t believe in what’s being said about the community being able to give support. However much I like you, I will only be able to accommodate you for one or a maximum or two days. After that all I want to do is support myself. 

FGD 5, Family members

Theme 2: Engaging with families

It’s been a year since the younger one got sick. He sleeps all day; he doesn’t do anything. I have taken him to a holy water site. Since recently I have become tired and I have given up altogether. He just stays at home with me; He takes the medications. They [her children with mentally illness] both stay home all day doing nothing. 

FGD 5, Family members

R1: … We will counsel families so they should not be tired to care for their mentally ill family member.… R2: If there is a mentally ill family member who is on medication, that person would feel better through time. He/she would be led to a better life. But, if this person remains as a mentally ill without being treated, that person would be a burden for the family. Therefore, in the family, the person may need support and care. The family should encourage its mentally ill member to take medication. Such supports should be provided at the family level. 

FGD 3, HEWs
R: It may be hard for us HDAs to identify these kinds of people. If that person has a problem it would be the family’s responsibility to bring this problem to our attention. The existence of a problem has to be established first for us to be able to do anything about it. Our role is to sit with the family and discuss about the issue. Once we find the family it will be easier to reach the person. If we decide to simply contact the person without first talking to the family, the person may get defensive and tell us that there is nothing wrong with him. Contacting the family first will make the entire process smooth. So what we’ll do first is contact the family, have a discussion with the person and then facilitate ways in which he can obtain the needed services from a healthcare providing institution. All of this will be facilitated with the cooperation of the family. So I think it should be our role to engage in persuading and struggling [to convince people]. 

I: Do you all agree with this?

R: Yes
FGD Health Development Army
People without family might be vulnerable. These people may withdraw from care if their illness relapses. They may join street life and their life may be difficult…

IDI 13, Health service planner

What we [his parents] have found hard to deal with is his future prospects in life. All of my children have attained something in their lives. Those who have been studying have completed their studies; the rest have got married etc. As this one is my last child, I get concerned about what will happen to him when I and his mother pass away. I am worried about who will take care of him in the future. 

FGD 3, Family members

R: Yes. I beg their parents not to chain them up. I plead to treat them in a caring manner with the help of God. I told her parents not to disappoint her because that might lead to relapse. There should not be argument with her. Whatever is lost they should let it go instead of bothering her as situations can be changed no matter what. I bind them not to blame her for anything by pledging the holy cross. 

IV08, Holy water attendant 

In addition to that we counsel them to treat them softly (politely and with respect) until they (the patient) gets treatment. I also advise the patients to relax and avoid stress. 

IV02 Traditional healer

R: I think the family needs more treatment and encouragement than the patient. We explain to them that there is a cure for someone who is mentally ill. Illness is always there with human beings. We tell them not to lose hope. If they help the person receive psychological treatment, if the person takes his medication properly, if he receives good care, if the person keeps time in taking his medication, that person would be important member of the family and good citizen. Therefore, we tell them these.

I: So you educate the family?

R: yes. We tell them to be patient. 

IV05 religious leader
Theme 3: Delivering collaborative, long-term care

There are cases which can be cured by traditional and faith based healers like mine so for us spending time in hospital is waste of time. On the other side there are people who can be cured by modern treatment…so it was good if both were working together and sort which one can be best treated by either of them.

ID23 Person with SMD
R3: … most of the people go to holy water sites in the first place. When we asked them where they would like to go, they say holy water is better. They go to the holy water priest and drop out of modern care. … Therefore, the holy water priest should be educated. … If they are aware, they can also help people adhere to medication even after they go to holy water. 

FGD 3, HEWs
… Once we identify which kebele [sub-district] this person is from we give the HEWs information . ... Every month each HEW exchanges progress reports, where they discuss about patients and even new HIV patients who came out. This is how we conduct the monitoring. It is not very challenging. If it is known where that person lives; if the village is identified, the HEW has the responsibility of going there regularly and following up. It’s not only her responsibility but also of the health volunteers to report cases and to provide the needed support and follow up. 

IDI 6, Local health service planner

If the person fails to properly follow the prescriptions we discuss the reasons. We ask is it because of a poor diet? If the problem is related to food, we develop a food support program.

I: Who organizes these kinds of things?

R: The community, edirs [social insurance groups for defraying costs of funerals]… The community is very open to this kind of things. If he doesn’t have enough food, people prepare meals and take it to that person’s home. If the person faces housing problem we rent a house for him. If it seems the person needs some counselling the community elders take care of that, so he doesn’t stop taking the medication. 

IDI01, Muslim leader

I: What kind of persons do you mostly refer to Amanuel?

R: Sometimes people complain about the medication. They say that the medication has some burning sensation. Then I encourage them by reassuring that they will recover and be healthy again. I tell them that they will achieve what their friends have achieved. If a person used to be a farmer, I give him reassurance that he can farm again. If a person used to be businessman, I give him hope and encouragement that he will achieve what his friends have realized. I mostly give them moral support and comfort. After discussing with their family, a close family member usually takes them to Amanuel hospital. They can adhere to the medication though they are attending holy water too. I ask them to come with their medication as they start the holy water treatment.

I: Does the policy of the holy water site allow attending to holy water and modern medication simultaneously?

R: Yes they can attend holy water. Sometimes I ask them to come with their medication. They mostly recover. However, if they feel anxious about something, their mind will be disturbed. Therefore, I strongly plead their family not to disappoint them. I ask them not to tell anything that might make them feel anxious. 

I: So does that mean anxiety will contribute to relapse?

R: Yes. That is why I plea them not to.
IV08 Holy Water Attendant
Here, if a medical doctor comes to educate the community, the people think that it is his business. But, if the healthcare institute gives trainings for all religious fathers, it would be effective. There are Muslim religious leaders who have a very good knowledge of different issues in the community. In our church also, there are people who have good understanding. Working with these people will help to disseminate important information via their religious forums. There are protestant leaders. There are also catholic leaders with a good base. These people could educate the community and I can say that they have the capacity to do so. They can explain to the community that there is a good quality service being provided.
IV 05 Religious leader

R: If we want to reduce the community’s negative attitude towards people with mental illness awareness rising is the first and important step. Then this will also help people to bring those who are mentally ill to health facilities. In most cases people tend to take their mentally ill relatives to either holy water or traditional healers so this can also reduced by raising the mental health literacy of the community.  You can use religious leaders and influential individuals in the community as a change agent.

I: you have said that we can use religious leaders as a change agents would you please explain it more?

R: As you know these people have significant influence on the community. In collaboration with health professionals they can teach and influence the community at the same time. The other strategy might be using women’s, youths and other associations to raise the community awareness.

IV14 Policy-maker
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