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Abstract

Background: - An understanding of the experience of individuals living with severe mental
illness cared by mental health professionals and caregivers promote better understanding of the
patient. This may in turn promote enhancement of the therapeutic relationship, engagement of
people living with severe mental illness in their care and finally improvement of clinical
outcomes.

Objective: - To explore the care-receiving experience of people with severe mental illness
receiving care at Ammanuel Mental Specialized Hospital.

Method: - a qualitative study design was used. Nine in-depth interviews were conducted using
semi-structured questions. The in-depth interviews were audio recorded, transcribed and
translated into English. Data was coded by using open code 4.03 software package and thematic
analysis was used to identify key themes.

Results: - There appear five overarching themes with underlying subthemes: firstly, the
meaning to illness and care received. Most participants mentioned that it is very difficult to
accept mental illness and they tend to accept it gradually and mentioned the care received was
lifesaving and mean a lot for their survival. Secondly, Positive experiences of care received,
most had positive experiences regarding the care they received. They mentioned variety of
positive expectations and hopes about what the care they received would lead to in terms of
improvement in their current and future situations. Thirdly, negative experiences of care
received, their negative care receiving experiences emanated from different problems they
encountered and stigma they faced while receiving care. Fourthly, relationships with care
provider in which most experienced good relationships while few experienced bad relationships
and finally coping mechanisms.

Conclusion: - The study revealed the positive and negative experiences of people with severe
mental illness regarding the care received. It is paramount importance to continue positive aspect
of the care provided and to devise ways to tackle negative aspect of care voiced by care receivers
to improve care provisions that enhance patients’ recovery.



INTRODUCTION

Severe mental illness (SMI) affects 5.1% of people around the world (1) and includes depression,
bipolar disorder, and schizophrenia when symptoms result in marked impairment in social or
occupational functioning (2).

Mental illness is considered a silent epidemic throughout most parts of Africa. Owing to
structural and systemic barriers such as inadequate health care infrastructure, insufficient number
of mental health specialists, and little opportunity to all levels of care, It has been characterized
as a neglected and highly burdensome problem affecting all parts of the population throughout
Africa (3).

In Ethiopia, mental illness is the leading non-communicable disorder in terms of burden.(4)
Indeed, in a predominantly rural area of Ethiopia; mental illness comprised 11% of the total
burden of disease, with schizophrenia and depression included in the top ten most burdensome
conditions, out-ranking HIV/AIDS. These startling statistics show that mental illnesses have
been overlooked as a major health priority in Ethiopia and other LMICs (4).

In early 2018, The Beryl Institute set out on an exploration of what really matters to consumers
of healthcare regarding their experience. The intent of this inquiry was to understand to what
extent experience matters to consumers of healthcare, how they define it, what priorities they
have in identifying a positive experience and the impact that experience has overall. The results
discovered, while perhaps not surprising, represent some of the first data that reinforces the
importance of a focus on patient experience from the perspectives of those who use the
healthcare system themselves (5).

In this time of patient-centered care, the previously considered measures of quality of care such
as; advances in diagnosis and treatment and decrease in mortality rate etc...are not enough. The
issue of patient satisfaction has increasingly become an important component and indispensable
measure of care quality (6, 7 and 8).

As patients are the primary customers of the care provider, the information from them with
regard to the service is priceless since they are not just passive participants in a care transaction
or simply recipients of care, rather they are partners in a care conversation, who must be
acknowledged and cared for as people in a healthcare experience. These voices, what matters to
them and the expertise they bring, regardless of the side of the care equation they sit, must now
be part of the overall solution and their satisfaction assessment is a valuable input for care quality
evaluation (9).



STATEMENT OF THE PROBLEM

Over 90% of people with severe mental illness (SMI; referring to psychotic and affective
disorders associated with recurrent or enduring disability) never receiving evidence-based care in
most low-income countries (10). Even when locally available, people with SMI may experience
specific barriers to accessing care, due to lack of autonomy, stigma, impoverishment,
discrimination and disempowerment related to long-term illness.

Patients’ views of services are increasingly recognized as central to improving service design
and delivery (11). This is particularly important in mental healthcare where patients and
providers often have different perspectives on what constitutes good care and where patients
experience poorer health and healthcare than the general population and are subject to significant
stigma, even from within the medical profession (12).

The ultimate principle of care in the realm of mental health is the development of therapeutic
relationship between health professionals and people living with mental health problems,
including those living with severe mental illness (SMI) (13,14). This in turn requires a holistic
understanding of perceptions and needs of people living with SMI (15). However, research
shows that comprehension of the problems faced by people living with SMI is difficult for health
professionals to achieve, as they hold strong stereotypes regarding mental illness, in line with the
wider society. Examples of such stereotypes are that people living with mental illness are unable
to communicate their needs, or that their needs are very simple, thus very easy to be understood
(16-18). As a result, people living with SMI do not show confidence in healthcare professionals
and provided services (19). Therefore, an in-depth understanding of the experience of individuals
living with mental illness cared by mental health professionals might promote better empathic
understanding of the patient (20-27). This may in turn promote enhancement of the therapeutic
relationship, engagement of people living with mental illness in the therapeutic process and
finally improvement of clinical outcomes (21, 28-33).

SIGNIFICANCE OF STUDY

To my knowledge, currently there are researches done in Ethiopia about lived experiences of
caregivers of persons with SMI, but there are no such studies about lived experiences of persons
with SMI about care receiving. Therefore, this study aims to explore lived experiences of persons
with SMI about care receiving and also aimed to show understanding their experiences will
inform policy maker to devise a system that improve clients care, encourage care receiver to be
involved in shared- decision making on their care, other caregiver to provide sustained support
and health professionals to provide sound and client centered health care.



LITERATURE REVIEW

Literature review was conducted by search on Pub Med and Google Scholar databases for studies
published in English describing lived experience of persons with severe mental illness using
search terms “lived experiences”, “severe mental illness”, “phenomenology and SMI”, “lived
experience of persons and SMI”, “SMI and care receiving”, lived experience of persons with

SMI and care receiving, service utilization and perception of people with SMI...

Although much of the lived experience literature related to mental illness describes the lived
experience of caregivers, some research was found that considered a particular mental illness
from the perspective of the person diagnosed with it. Chafetz (34), for example, conducted life-
history interviews of 43 people with chronic severe mental illness. Participants were recruited
from outpatient clinics, treatment programs, and skilled nursing facilities. Their diagnoses were
with schizophrenic illnesses, bipolar disorder, or recurrent depression. The participants described
individual learning and personal choices that influenced the course of mental illness overtime.
Hayne and Yonge (35) used a hermeneutical approach to analyze the published written narratives
of 40 people living chronic mental illness. One dominant theme centered on the turmoil between
self and one's mind; another theme was that receiving a mental health diagnosis was akin to
hearing a death sentence. Mourning for lost dreams for the future also emerged as a theme.
Fredriksson and Lindstrom (36) used a method they term hermeneutic phenomenology to
interpret the 20 “caring conversations™ between eight patients with mental health disorders and
three psychiatric nurses over a period of two years. The findings indicated these hospitalized
psychiatric patients first concealed suffering, but if allowed to narrate freely, they were able to
confront suffering and shame in a way that opened up the potential for sustaining relationships
with others.

Diaz-Caneja and Johnson (37) conducted semi-structured interviews of women
with schizophrenia, bipolar affective disorder, or severe depression with psychotic
symptoms. Participants in this study reported feeling unable to openly discuss their problems due
to experiences of being shunned or isolated by family and friends. The mothers among the
participants reported that their children also encountered the effects of stigma associated with
mental illness. Mothers of neighborhood children, for example, often viewed the children of the
participants as undesirable playmates for their own children. Despite experiencing stigmatization
and the periodic negative impact of parenting on their own mental illness, participants described
motherhood as rewarding and sustaining.

Thompson et al (38) conducted a photo-voice study of seven adult people living with various
forms of chronic mental illness. Participants were asked to photograph objects that symbolized
their lives with mental illness and then write a narrative explaining the photo. Participants
selected a variety of objects. For example, one person photographed a collage of items that had



been used to physically abuse her; another participant took a picture of the computer he had used
to connect with others. Four major themes emerged in this investigation: (1) feeling
misunderstood and invisible in the world; (2) attempting to gain control and be safe through
various actions and activities; (3) making an ongoing effort to repair injured self-esteem; and (4)
using various coping skills. Participants reported they enjoyed the process and believed they
were able to capture meaningful images that effectively communicated their experience of living
with a mental illness.

Roe and Lachman (39) warned against oversimplification of mental illness and reducing it to
symptoms and pathology, in essence treating individuals as “entirely ill”. They concluded that it
IS not possible to study disorders as separate from the individuals experiencing them, and that
more attention needs to be paid to the personal meanings individuals attribute to their illnesses,
within their unique contexts.

Similarly, Davidson and colleagues (40) noted that professional inquiries should focus on the
person, rather than the illness, in order to find out how people recover. They believe that
researchers and practitioners should be opened to the complexity of each individual’s unique
experiences, capacities and talents because it is these factors that will help the individual recover.
Both arguments point towards experiential and contextual factors, whether in the form of
personal strengths or meaning making processes, rather than the clinical ones. It should be not so
much what professionals do to the person to treat the disorder but what persons with the illness
do to get better. Failure to acknowledge the crucial role of these factors and processes could
result in failure to understand, promote and foster recovery.

Overall, reviews of first-person accounts and qualitative, experiential explorations indicate that
studies tend to fall into four general categories: (1) subjective experience of illness, which
includes responses and attitudes towards illness, the impact of illness on people’s life, studies on
insight/awareness and the role of trauma; (2) the person’s experience of self; (3) subjective
experience as influenced by social contexts, focusing on the person’s desire for normalcy and life
in the community; and (4) the experience of care and treatment (39, 41). It would seem that far
from being passive recipients of treatment, many individuals experiencing mental illness, even
those hospitalized for severe psychiatric problems, make active attempts to try to understand
their illness and its role in their lives; strive to build interpersonal relationships with others,
including family/friends, peers and providers; and look for strategies that could help them
improve. (42)



OBJECTIVE AND REASERCH QUESTION

GENERAL OBJECTIVE

- To explore the care receiving experiences of people with SMI receiving care at AMSH.

Specific objectives

To explore the meaning people with SMI give to their care-receiving.

To explore the relationship people with SMI have with their mental health care providers
and other caregivers.

To explore the challenges they face in receiving care.

To understand the different coping methods they use to overcome their challenges.

Research question

- How is the care receiving experience of people with SMI at AMSH?



Methodology
Study design

Qualitative study was conducted to explore and describe the care- receiving experiences of
people with severe mental illness receiving care at Amanuel mental specialized hospital, Addis
Ababa, Ethiopia.

Study setting

Study setting was conducted at Amanuel Mental Specialized Hospital, Addis Ababa, Ethiopia.
According to AMSH communication directorate’s report; the hospital was established by Italian
invaders in 1930E.C to serve as a medical set up for the native population. It has been serving as
the only public specialized psychiatric hospital since 1948E.C. under Ministry of Health. The
service was initially given by foreign psychiatrists from Russia, Bulgaria, Cuba and Yugoslavia
until it was taken over by Ethiopian psychiatrists and other psychiatry professionals. Its premise
has over 15660.6 m2 of land and has 2 new and 15 old building blocks for administrative and
clinical purposes. It has 264 clinical and356 nonclinical/administrative employees. The Hospital
has 235 beds inside in 14 wards and, 2 emergency rooms for inpatient services such as general
adult psychiatry, addiction, forensic and clozapine treatment services. It has 24 outpatient clinics
which also include Medical, Maternal and Child, ART clinics and child psychiatry. It has a 24
hour service.

Study population

Study participants were Patients with SMI receiving care both as an outpatient and inpatient at
AMSH.

Inclusion criteria

1. Patients with SMI (schizophrenia, bipolar disorders, schizoaffective disorder and MDD
with psychotic features) both inpatients and outpatients.

2. Patients above the age of 18 years

3. Able to speak language of the interview

4. Those who were stable, willing to participate and had capacity to give consent.

Exclusion criteria

1. Those who were unable to communicate in the language of the interview.
2. Those who were acutely disturbed, incoherent, distressed, or confused.
3. Those who would not give consent to participate in the study.



Sampling technique and Sample size

Non- probability, heterogeneous purposive sampling technique was used to select participants
from patients receiving care at AMSH during the study period. The researcher selected patient
participants from inpatients and outpatient psychiatry clinic of AMSH. A total of nine
participants (5 males and 4 females) were involved in the study from which four outpatients and
five inpatients.

Data collection tool

An in-depth interview was conducted to collect information pertaining to care- receiving
experiences of people with severe mental illness using a topic guide. The guide was prepared by
the research team for in-depth interviews which was based on literature and experts’ opinion.
The in-depth interview was following a semi-structured format, using open-ended questions, in a
face to face conversational style. It covered the key topics which were explored with the
respondents. The topic guide was flexible in nature but some direction would be given by using
probes whenever necessary so that focus was not lost.

Data collection procedure

There was an assistant at the Hospital for medical record provision and scheduling interview
time with participants. Before the audio recorded interview started basic socio-demographic data
were obtained from the patients on the structured data collection sheet, which were supplemented
from the participants’ charts for the remaining part of information, diagnosis and related
information. Semi structured in depth interviews were conducted using topic guide which was
prepared in advance. All interviews were conducted by the Pl in complete privacy in the
Hospital. All of the approached patients who met the selection criteria volunteered to participate
and said they could be interviewed any time so were interviewed on the day they were recruited.
All the volunteered participants completed the interviews and the interviews were conducted in a
single session of 45 minutes to 90 minutes. Interview was recorded after securing permission
from the participants using smart phone application.

Data management and analysis

The audio interviews were deleted from the recorder once transferred to a personal computer.
The audio, transcription and translation files were stored in an anonymous folder.

Analysis began in a month after data collection. Nine participants were interviewed and data
from those included in results until theoretical saturation was reached.

The audio recorded in-depth interviews were transcribed in Amharic and translated into English.
Selected translations were compared with the original Amharic text by a colleague who is fluent



in both Amharic and English languages and there was no significant difference identified. A total
of 70 pages of translated material resulted from the in-depth face to face interviews.

Using Open code version 4.03 system package the translated interview was coded line by line,
by the principal investigator. As being a beginner researcher P1 coded data using in vivo coding
methods. Thematic analysis was done using the main concepts in the interview as themes. As
the analysis progressed the original themes were modified and revised as new and finer themes
emerged.

Ethical approval

Before data collection ethical clearance was obtained from Department of Psychiatry College of
Health Sciences, Addis Ababa University and Amanuel mental Specialized Hospital ethics
committee. The purpose of the study and the nature of the study, confidentiality, the freedom to
opt-out of the study at any stage were explained to all participants. The rights of the participants
were respected.

For those who opted to take part in the study, capacity assessment was done to check the
participant’s ability to form informed consent. Once this was achieved informed consent was
obtained. The interviews were conducted in a private setting. Confidentiality was maintained at
all times, no personal or identifiable information was recorded or printed in the study.
Participants were addressed by a letter and numerical representation in the research. There were
no participants psychologically distressed during the interview.



RESULTS

9 participants were interviewed until theoretical saturation was reached.
characteristics of the participants were presented in the Tables right below.

Table. 1. Participants’ demographic profile, diagnosis and related data

The detailed

Coded P1 P2 P3 P4 P5 P6 P7 P8 P9
id
Age 43 50 32 34 21 30 50 25 48
Sex M M M F F M F F M
Education Bsc degree Grade 11 Gradeb BA Grade7 MA Grade Grade 7 Grade 10
status degree 12
Marital Married married single divorced single married single married single
status
employment employed employed unemployed employed | unemployed employed unemployed unemployed unemployed
religion orthodox orthodox Muslim Muslim protestant orthodox orthodox Muslim protestant
address AA AA Oromiaregion | AA AA SNNPRS AA AA AA
diagnosis schizophrenia Bipolar 1d/o | schizophrenia MDD MDD with | BipolarId/o | MDD with | Bipolar I d/o Schizophrenia
with psychotic psychotic
psychotic | features feature
features
treatment chlorpromazine | Valproate , | modecate Valproate | Olanzapine risperidone Amitriptyline, Risperidone, modecate
risperiddone and and fluoxetine haloperidol valproate
risperidon
e
Duration of | 22 years 30 years 10 years 3 years 1 year 5 years 22 years 3 years 12 years
illness
#of None 10x 2X 1x 1x None 1x 2X 4x
hospitalization
Duration of | Not admitted 4weeks Sweeks 4 weeks 3 weeks Not admitted | Not admitted 3 weeks Not admitted
current
admission




Themes identified

Participants of this qualitative study have revealed their care receiving experiences in different
manner. From those participants’ data, there were 5 overarching themes, 10 subthemes and 110
codes emerged.

The themes emerged were:-

Meaning to illness and care received
Positive experiences of care received
Negative experiences of care received
Relationships

Coping mechanisms

ok E

Table. 2. Summary of themes and subthemes.

Themes Subthemes
Meaning to illness and care received Meaning to illness
Meaning to care received
Positive experiences Expectation of care
Outcome of care
Negative experiences Problems encountered
Stigma
relationships Good relationships
Bad relationships
Coping mechanisms Coping mechanisms of difficulties
Solutions to problems encountered

1. Meaning to illness and care received

This theme has two subthemes, meaning to illness and meaning to care received.
1.1. Meaning to illness

In this subtheme most participants mentioned that initially they were unaware of their illness and
how they are impacted by it. Most of them gave different reason why they became ill. It’s
noticed that accepting illness was difficult and it took long time and through reading, getting
information from care providers and observing similar condition in their vicinity helped them to
accept their illness. They also mentioned living with such condition is very hard and difficult that
makes them to depend on others for their day to day activities.

Most participants had different experiences ranging from difficulty to accept illness to gradually
accepting it.
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“....But at first | did not understand it. That is, | could not understand how the illness
affected my mind. | was so sad and crying when | thought a mentally ill person would be
discarded. It was very difficult for me to accept the illness. However, while | was taking
your medication, | was still able to sleep, calm, but it took me a long time to accept the
illness itself; I prayed, I cried, | thought God was punishing me for what | had done, but |
did not accept it as illness. It has long been difficult to accept. After that | saw the sick, I
read when they were sick, | came to receive illness over time. | accept that I am sick, that
I can be treated like any other person.” (P1, 43M B.Sc. psy nurse from OPD).

Some of participants shared their experiences that living with mental illness is very difficult and
makes their life limited.

One participant said “l had a very boring time living with that disease. That means it's
very difficult. Am limited socially, ‘living in isolation means living on your own island’.
And that is very difficult. As you are being human, to live in isolation from human, is very
difficult. Uh, that's what it showed me. Feeling lonely around people, just thinking I'm
lonely.” (P4,34F, BA degree, from inpatients).

The other participants said it is just like disability and requires support from others.

“l see myself as a person with a disability, something is missing; For example, one who
has lost one hand is forced to work with one hand, one who has lost other leg is forced to
walk with one foot, and I feel like I am lame; | can't work as hard as | can, | can't learn
as hard as | can, | can't run as hard as I can, I'm all caught up, that's very hard; It is not
possible without human support.” (P1, 43M B.Sc. psy nurse OPD).

Some of participants discussed their different explanatory model of their illness.

One participant said” initially | thought my illness was due to punishment of God since | gave up
my spiritual rituals after | got to Saudi Arabia, but now | know its mental illness after
psychiatrist told me about it.” (P5, 21 F, grade7, from inpatients).

Another participant said “...this happened after the death of my father. He died suddenly without
visiting him a single day since then my mind got disturbed. Another reason for my illness was
displacement from my work place.” (P2, 50M, gradell drop out, from inpatients).

1.2.  Meaning to care received

Participants discussed the care received in this hospital as extraordinary which gave them second
chance to begin life. They mentioned that without care living is unthinkable and their life would
have been destroyed.

11



Most of participants believed that the care they received is life saving and meant a lot to their
survival.

One participant said” if Ammanuel Hospital had not treated me and given me medicine, | could
have lived on the road or street, or | was dead. It saved my life, which means | don't deny it.
Without this treatment, I would not have survived.” (P6,30M, MA in governance, lecturer, from
OPD).

Also another participant said “l have been treated in many places but this hospital is the reason
for my health. It was at Ammanuel Hospital that | was helped to get myself.” (P8, 25F, grade 7,
from inpatients)

Another respondent stated that “It is because of this hospital that we have been able to live our
lives. Otherwise, without this hospital, we would all be insane. As long as Ammanuel hospital is
there, it will change my life. It is a very important life-changing experience. Otherwise, my life
would be ruined.” (P2, 50M, gradel1 drop out, from inpatients).

2. Positive experiences of care received

Most participants perceived care-receiving positively. They mentioned their positive
experiences emanated from having positive expectation and hope regarding care provided.
They also stated they got good results from care received claiming they discovered their
former health, able to lead life and overall satisfied with the care received.

2.1 expectations of care

The participants revealed a variety of positive expectations and hopes about what treatment at
AMSH would lead to in terms of improvement in their current and future situations.

Most of the respondents mentioned that they expect complete cure from their illness, but they
said that improvement evolves gradually.

Expressing his hope, one respondent stated that “....The result | want is complete cure. | want to
give up the medicine and go back to where i was before. But the illness and the anxiety are not
completely gone. Treatment is long-term, requires patience, and requires family and personal
support.”’ (P1, 43 M B.Sc. psy nurses, from OPD).

One of the respondent stated that she expects perfect health as usual and said “'......1 just want to
get out of the hospital with a perfect health. | want to go back to being as healthy as | used to be.
| just want to be 100 per cent. So the sum of their care is that it makes me come out healthy here
and I expect it to come out completely healthy now as before.” (P4,34F, BA degree, from
inpatients).
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The other respondent also mentioned that the results he hopes and what he achieve are going
hand in hand (parallel).

” The result | want is that my health can be improved and | can be completely healed. |
expect such results and | found it in that way, because the drugs | take are helping me, I
am doing my job, I am running a family, | am participating in various socio-economic,
political, religious and cultural things.” (P6,30M, MA in governance, lecturer, from
OPD).

2.2. Outcome of care

In this subtheme participants discuss about their overall view of their satisfaction in the service
provided in the Hospital. Most participants said that they are overall happy about the service they
got from the Hospital and about their stay. Some of them said the following:-

“My overall stay is excellent. I am very, very satisfied with the care. | am very grateful to the
doctors and nurses.” (P8,25F, grade7, from inpatients)

“I'm just happy that the problems have been solved.” (P7, SOF, complete gradel12, from OPD)

“l am very satisfied with the treatment, it is a satisfaction to sit down and talk to you now.
Without my peace of mind, you and I would not be able to sit down and talk now.” (P2, 50M,
gradell drop out, from inpatients).

Some of the participants also mentioned that they discover their previous health after care. Some
of them said as mentioned below:-

“My health, happiness, and peace returned to where [ was.” (P8,25F, grade7, from inpatients)

“.....Yes, it has helped me to restore my former health. I believe it has helped me get back to my
old health in just a month and a week. ” (P4,34F, BA degree, from inpatients).

3. Negative experiences of care received

As mentioned above many of the participants expressed they had positive experiences, but they
also mentioned negative experiences they faced on receiving care for their illnesses. They
mentioned many problems they encountered and stigma while receiving care.

3.1. Problems encountered/ challenges faced

Participants reported they faced different challenges ranging from personal to facility level.
Management problem they reported was that they didn’t focus on patients and didn’t assign
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professionals and didn’t handle them in professional manner. They also reported they lack
regular follower of their care which frustrate and hamper continuity of their care.

Participants’ perspective of some of the challenges they faced mentioned below:-
Some of the respondents discussed about management problems.

“The service at Ammanuel Hospital is good; but the management is not suitable for the
mentally ill. Administrative content is not conducive to caring for mentally ill patients.
It's not something that makes professionals work; this is because the people in charge are
not focusing on medical care, they are engaged in other administrative activities and they
are not paying attention to the needs of the patients. Specialists do not want to work at
Ammanuel Hospital; they are hired, they leave because the system is not valid, it is not
recipient.” (P1, 43M B.Sc. psy nurse from OPD).

Almost all of the respondents mentioned that they lack regular follower of their care with whom
they confide their problem.

“Doctors are not always available, they change frequently. When they change, on one
hand you will get better one on other hand you will get the confused one. If the doctor
who knows you and knows all about your problems well, he will always treat you well.
When our doctors changed, we were all frustrated; | saw a lot of people here like me. It
would be nice if someone could see us regularly” (P7, 50F, complete gradel2, from
OPD)

“Care provider change from time to time. When they change, you may be told to repeat
your history, or you may be prescribed another medicine and in that regard it is not
possible to follow progress and side effects of drugs.” (P6,30M, MA in governance,
lecturer, from OPD).

Some participants found side effects of drugs where troublesome. One participant said” ....drug
side effects like I was unable to speak properly and my hand shakes trouble me.” (P3, 32M,
grade5, from inpatients)

Another participant said “...Another is side effect of drug is very difficult. 1 used to take
risperidone and olanzapine but it made me overweight, put blood pressure on me, and generally
things like this make treatment difficult.” (P1, 43M B.Sc. psy nurse from OPD).

Some respondent mentioned that there is no place to pass time or no entertainment to refresh
them. “It would be nice if there were things like TV, things like chess, ‘dama’ things that would
make you have funny. The absence of these things makes it boring for the patient and these
things make staying hard.” (P4,34F, BA degree, from inpatients)
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All of the respondents from inpatients mentioned that they encounter problem regarding quality
of food. They put their ideas as follows:-

“There is a food shortage. The ox used to be slaughtered on Thursday. The sick are saying that
we are dying for meat. It is said that there is a budget but it is not known where it will go.” (P2,
50M, gradell drop out, from inpatients).

“There is the problem regarding food. All patients including me have compliant regarding food.
Always they make ‘shiro’, in the last time I was admitted, there were eggs and meats, but now
because the eggs and meats become expensive they provide us only ‘shiro’. I think if they
improve food service, it is crucial for patients because if you eat shiro the whole week, you lost
your appetite.”(P3, 32M, grade5, from inpatients)

“They make ‘misir wot’ at lunch and dinner. And we are very tired of the repetition. It's just that
it repeats itself. Uh, that makes it a little boring. ” (P4,34F, BA degree, from inpatients).

3.2. Stigma
Some of participants mentioned they experience stigma from care provider.

One participant stated” ... When a lot of people come here, they hide themselves because
there is discrimination in our country.do you know what happened for me 2 months back,
I came for my follow up and the physician ordered me the drug I took, then | went to buy
from the pharmacy. The pharmacist gave me wrong medicine and then | said, "What are
you doing? This is not a medicine for me. | can read, this is not right medication and |
know the drug I took, I know how many doses | was given, then he threw prescription
over my face saying something that hurts me. Then I went to talk pharmacist head and he
said that before to talk to me, are you in good state? | know what he is inferring he is
stigmatizing me....” (P6,30M, MA in governance, lecturer, from OPD).

The other respondent said ‘“the guards has no positive attitude towards the mentally ill, just
when we appear, just tells us to go in, I think we should be treated in a ‘secret’ place and I don't
understand why they have a negative attitude towards us.” (P4, 34F, BA degree, from inpatients)

Other participants discussed that they perceived internalized stigma due to their illness but said
they didn’t experience any stigma while receiving care in this hospital.

One of respondent said “I used to think I would be discriminated due to my illness, but there is
no such thing I experienced in this hospital. Doctors don't use anything and doesn’t stigmatize
any patient instead they just give the profession right.” (P2, 50M, gradell drop out, from
inpatients).

15



Other participants also shared the same and said “l have never been stigmatized because many
colleagues do not even know | am sick. At first I thought the nurses would refuse to greet me
when they heard | was sick, but nothing, as we know each other before, there is no exclusion.”
(P1, 43M, B.Sc. psy nurse from OPD).

4. Relationships between care provider and receiver.

Majority of Participants mentioned that they had sound relationships which help them to meet
their needs and facilitate participation in their care. Some of also discussed they experienced bad
relationships that posed difficulties and barriers in facilitating this process.

4.1. Good relationships
4.1.1. good relationships with mental health care providers

Most of participants mentioned that they have positive relationships with their care providers.
They stated the care providers treat them politely, in respectful manner and they had warm well
coming attitude towards their patients.

One participant said” | have a beautiful relationship. The nurses are very welcoming, for
example, when you ask them to charge your cell phone, they respond respectfully. They answer
our questions. They all respond well, no one annoy us.” (P2, 50M, gradell drop out, from
inpatients).

Some participant believed trusting care provider and care they provide is crucial for their
recovery process.

In this regard one of the respondent said” The important thing is to trust the doctor first; when |
go to the doctor, | have to believe that | will get treatment and the treatment will help me.” (P1,
43M, B.Sc. psy nurse from OPD).

The same participant also said he was cared with love. “, I have never had anything bad on the
service other than love and greetings.”

One participant mentioned that her care provider cares her with in polite and respectful manner.

She said” ...they follow us very politely. In fact, I say that God created them, and God has kept
them for us. So | always say that I am very happy that they were created for us.” (P7, 50F,
complete gradel2, from OPD)

One respondent stated that he actively involved in his care.

He said” 1 fill out the form provided by Psychotherapist. | take an active part in such
things. | play these roles in terms of asking my doctor about the side effects of the
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medicine, in terms of reading about my illness. And I'm contributing to my health by
doing what doctors asked me to do.” (P6,30 M, MA in governance, lecturer, from OPD).

4.1.2. Good relationships with other care givers
Most of the participants mentioned that they have sound relationships with their care givers.

One of the respondent said” | have a good relationship with my family, my father, my
mother, my brothers and my sisters. They also have good love for me. They were terrified
when | was sick, they were very sad at the time, they did not expect that. They expect me
to go to university and become a doctor or an engineer or a lawyer. When | experienced
this, they were very sad. They are very hurt. And after that | was being treated and they
were very happy to see my life getting better. And they take good care of me. Even now
that | am a nurse, the most amazing thing is that | can't wash my clothes. Also, after I got
married, my wife took good care of me when she was aware of my problem.” (P1, 43 M
B.Sc. psy nurse from OPD).

The other participants also said “my relationship with other caregivers is beautiful especially
with my wife. She brings me food; she brings me everything I need. It was my wife who brought
me here. I would not have a life without her. I really appreciate my wife at this time. ” (P2, 50
M, gradell drop out, from inpatients).

Another participant also mentioned that she had good relationships with other care providers.
She said” | have a good relationship with everyone. | have never had a fight with a patient, a
ward coordinator, a family caregiver, a doctor, or a nurse.” (P4, 34 F, BA degree, from
inpatients)

4.2. Bad relationships

Some of participants mentioned that they experienced bad relationships with care providers and
care givers. They mentioned that some of care giver use coercion, had bad attitude towards
patients and don’t provide information regarding their illness, treatments and paternalistic way of
handling things.

One respondent stated that the guards use forces:

He said” | think the problem at this point is that the security guards beat the mentally ill with a
stick that has no awareness. Instead of taking care of us, they push hard, force, and beat us with
a stick. They come to this ward and bleed patients. There is no discipline with guard; there is a
serious problem with guard.” (P2, 50M, gradell drop out, from inpatients).

The other participant mentioned that some of caregiver had bad attitude: “In Pharmacy there was
an abusive boy. He was annoying boy. He had problem not only with me but three times | saw
him arguing with other.” (P7, 50F, complete grade12, from OPD).
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Another respondent mentioned that care provider don’t share information regarding his illness
and about his treatment. He said” They ask me, my wife, my son, but I am not told what the
disease is, and we are not told why the amount of medicine was increased or decreased.” (P2,
50M, gradell drop out, from inpatients).

One participant discussed that she is not involved on decision making regarding the treatment
she took. She said” They know the medicine they give me, they say we give it to her this, they
decide for themselves and then | accept it from the profession.” (P4,34F, BA degree, from
inpatients)

One participant mentioned she has no care provider apart from mental health care provider. She
said” I'm lonely. | have a sister. She doesn't take care of me. | am taking care of myself with the
money | have with God. I have no other caregiver.” (P7, S0F, complete grade12, from OPD).

5. Coping mechanisms

Under this theme there emerged two subthemes: coping mechanism for difficulties and solutions
to problems encountered during care receiving.

The participants devised several ways to tackle the difficulties they faced and recommended
things to be done to facilitate and maximize their care.

5.1.Coping mechanism for difficulties faced during care receiving
Participants used different coping mechanisms when they faced difficulties receiving care.

One respondent stated that she utter certain words and try to be calm when providers care annoys
her.

She said “I say, God, reassure me. I will try to answer in the affirmative.” (P7, 50F, complete
gradel2, from OPD).

One participant mentioned that she engaged herself in activities that will help to refresh her. She
said “We bring books from home and read them. We just read books and enjoy ourselves.”
(P4,34F, BA degree, from inpatients).

5.2. Solutions to the problems encountered

One participant mentioned his recommendation as follows: he said” the management should be
professional, allocate budget for patients, and use all resources for treatment. It would be better
to fix the other rooms, clean the rooms, fix the showers, make the hospital more attractive to the
patients, fix the food, make the clothes more comfortable, give the shoes to the patients, make the
nurses room better, fix the doctors' dormitory. From a professional point of view, if you have a
place for a specialist, | mean, if you have a psychiatrist in place, it would be better if all patients
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get treated by a professional. It is not appropriate to hire an unskilled person in a specialist
hospital.” (P1, 43 M B.Sc. psy nurse from OPD).

One of participants stated getting health insurance solved his financial problem.

He said”... And I'm experiencing a lack of money. In this regard, thanks to the government, there
is a system called Health Insurance, without it, it would have been very difficult for me. This is
what I think is the solution to this problem.” (P6,30M, MA in governance, lecturer, from OPD).

One of participant discussed the importance of provision of training and awareness creation for
care providers.

She said “...if those supporting staff and the ward coordinators are given awareness or training.
If the food situation improves and there are no recurring foods, then I believe that the Hospital
will become a world-class hospital in the future.” (P4, 34F, BA degree, from inpatients).

One participant indicated reporting the challenges they faced to concerning body is another way
of solving problems.

He said “... As I told you before I was stigmatized by one of the pharmacists and | reported that
to grievance office.” (P6,30M, MA in governance, lecturer, from OPD).
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Discussion

This qualitative study explored the care-receiving experiences of people living with severe
mental illness receiving care at Ammanuel mental specialized hospital using phenomenological
methods and summarized the findings into five themes: meaning to illness and care received,
positive experiences of care received, negative experiences of care received, relationships and
ways of improvement of care.

This study revealed that people with severe mental illness had different experiences regarding
the meaning of illness and care received. Most participants mentioned that it is very difficult to
accept mental illness and they tend to accept it gradually. Also living with it is troublesome and
requires personal support. Similar study in HICs showed that living with mental illness is a
gradual learning journey and Acceptance might have been preceded by denial or by having to
face one’s own preconceived ideas of mental illness but was eventually associated with a sense
of relief (42). Another study showed accepting mental illness means hearing death sentences
(35). Regarding to the meaning to care received; this study showed that most participants
mentioned that it was lifesaving and mean a lot their survival. Hospital admissions could in fact
represent a life-changing moment when the person realized he/she was no longer “normal” (42).

Most of participants in this study revealed they had positive experiences regarding the care they
received. They mentioned variety of positive expectations and hopes about what the care they
received would lead to in terms of improvement in their current and future situations. They
expected complete cure, perfect health and the results they achieved were going in parallel to
care they received. This study also showed most of participant overall satisfied with the care they
received and happy about the service they got from the Hospital and about their stay.

Participants high expectation (complete cure and perfect health) on one hand implies that they
had low understanding about care and on the other hand high satisfaction from care they received
indicate their low expectation about care. Similar positive experiences reported from HICs and
LMICs. In describing positive experience, the themes most reported were caring, helpful, and
friendly, professional, excellent and efficient and compassionate, comfortable and reassuring
(5,8).

In a similar light, the study also showed some of participants had negative experiences regarding
the care they received. Their negative care receiving experiences emanated from different
problems they encountered during care receiving. The problems reported were the management
issue in which doesn’t give due attention to patient care rather focus on other issues, lack of
regular follower of their care for whom they confide their problem, repetitive and low quality of
food served, lack of place to pass time or absence of entertainment to refresh them and
troublesome drug side effects all affect their care negatively.

The study also found that patients face stigma while receiving care. Some participants reported
that they experienced different coercive behaviors such as being abused, annoyed, insulted,
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pushed or even hit on occasions. This is reported to happen usually in interaction with the guards
but also the rest of medical and non-medical staff. This has significant negative impact on care
received. Stigma has been reported to be fairly common experience in psychiatric outpatient and
inpatient settings and had negative impact on care received in a number of studies (16-18).

Most of participants had good relationship with care providers. This was reported to be result of
many factors such as being cared with love, care providers polite and respectful provision of
care, trust they have towards care giver and their active participation on their care. Good
relationship with care providers have been reported to be a determinant factor in better outcome
and have been frequently reported to be generally very good in psychiatric care (28).

The findings revealed that some of participants had bad relationships with their care provider.
The factors responsible for bad relation was the use of forces by guards, care giver bad attitude,
lack of information provision regarding their illness and their care, lack of involvement to make
decision on their care. The study showed an overall dissatisfaction with information provided
and the opportunity to participate in decision making (18, 29, 30).

The study found that care receivers devise different remedies to tackle challenges they faced and
recommended different ways that will improve their care in future. The study revealed
participants use some form of coping mechanisms which included getting pieces of advice from
family and friends, try to be calm uttering certain words and reading books. The participants also
suggest that hospital to use wisely every budget for patient care, improve food problem and
provision of training and awareness creation to care providers especially guards and janitors how
to handle patients with mental illness.

STRENGTH AND LIMITATION

Unlike previous study which tried to explore the satisfaction of inpatients , this study tried to
include both inpatients as well as outpatients at approximately in equal proportion of male and
female to explore care- receiving experiences of people with SMI.

However this study being qualitative in nature has issue of generalizability, which is it is not
possible to generalize from 9 participants experience to those who attend the hospital. The other
limitation is the recruitment methods that were purposive which is the weaker methods than
other sampling method like random sampling. There could have been a social desirability
response bias because the primary investigator is physician and the interview was conducted in
the hospital.
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Conclusion and recommendations

An understanding of the experience of individuals living with severe mental illness cared by
mental health professionals might promote better empathic understanding of the patient. This
may in turn promote enhancement of the therapeutic relationship, engagement of people living
with severe mental illness in the therapeutic process and finally improvement of clinical
outcomes.

In this study we found that most of the patients had positive experiences and some of them also
had negative experiences regarding the care they received. The study showed there have been
multiple factors responsible for those who experience the care positively. These factors are good
relationship with care providers which enhances their involvement in care process and that
realize their expectation about care and help them to achieve good outcome from care they
received. In similar manner the study also revealed those who experience care negatively. The
reason for it is the different challenges the patient faced and the stigma they encountered while
receiving care. Those challenges revealed by study were bad relationship with care provider,
management problem, lack of regular care giver, stigma, bad attitude of care provider, and
absence of information provision, facility problem such as lack of quality food, entertainment
issue and facing physical trauma by guards.

Therefore, we generally recommend the continuity of positive aspect of the care provided and to
devise the ways to tackle negative aspect of care voiced by care receivers to improve care
provision that enhance patient recovery.

Particularly we recommend: - provision of training and awareness creation to care providers how
to handle patients with SMI and meet to their needs, provide information about their illness,
treatment, and involve patients in their treatment decision, facilitate patient participation on their
care and devise ways to improve food problems.
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APPENDIX 11
PARTICIPANT INFORMATION SHEET

* Hello, my name is Gizachew Legesse. | am a final year psychiatry resident at the Addis Ababa
University (AAU). As part of my training, | am studying exploration of the care-receiving
experiences of people with severe mental illness receiving care at Amanuel mental specialized
hospital.

« Aim: The study aims to explore the care-receiving experiences of people with severe mental
illness receiving care at Amanuel mental specialized hospital, Addis Ababa, Ethiopia.

 Benefits: The study may not have any direct and/ or immediate benefit to you, but your
participation is very important for the outcome of the study and the positive impact it aims to
create.

* Risks: You do not have to take part in this research if you do not wish to do so, and your
decision to participate or not will not have any consequence. Confidentiality will be maintained
at all stages of the study.

* Incentives: compensation fee in the form of mobile cards will be provided for participating in
the study.

» The interview will be tape recorded and will be later transcribed into Amharic and translated
into English

* The interview will take about 1 hour. You can skip questions you don’t want to answer. You
can ask me to clarify the question not clear for you. You can at any time ask for break, can
reschedule or withdraw from the participation with no consequences.

* If you have any questions or concerns about the study, you may contact the Principal
Investigator with the following address: 0924443548

26



APPENDIX I
Participant consent form

, the participant whose ID is coded, have received and do understand the information about the
study and the manner of my participation in the interview verbally and in written form.

| hereby consent to participate in the interview being audio-recorded.

Participant's signature:
Date:
Interviewer’ signature:
Date:
Thank you for your cooperation!!!
APPENDIX IV

1. Demographic and clinical data

Coded ID

Age

Gender

Educational status

Marital status

Employment
status/source of income

Religion

Address

Diagnosis and related information

Working diagnosis

Medications

Other treatments

Duration of illness

Number of
hospitalization

2. TOPIC GUIDE

1. Please describe to me your illness and how it is to live with your illness?
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2. What does receiving care at AMSH mean to you (knowing its stigma)?

3. What types of care have you been receiving? For how long?

4. Who (in-terms of professional) has been providing care? What has been their role?
5. What is your role in the care-receiving/giving relationship?

6. What are your desired outcomes from the care you are receiving? In your understanding, what
are the desired outcomes of the care-providers? How aligned are they with yours?

7. What's the most difficult part of receiving care at AMSH?

8. What were your expectations of the care receiving care? What have they been met? what has
not been met?

9. What do you think about the health care services provided to you?
a) What is the most beneficial or positive part of care receiving?

b) What services have helped you the most?

c¢) What kind of help do you still need?

d) How do you want the service to be improved in the future?

9. How do you describe the relationship you have with your health care providers and other
caregivers?

10. What challenges have you faced in receiving heath care for your illness?
a) How do you cope with the challenges?
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