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Abstract  

The aim of this study was to explore how carers view and describe positive mental 
health. We interviewed 11 persons with lived experiences of caring for a close 
relative with a severe mental illness. A thematic analysis of the transcribed data 
material resulted in the following three themes: 1) Mental health as a relational 
phenomenon; 2) Dealing with excruciating hopelessness; and 3) Coping strategies 
for the carer. We discuss our results in relation to existing theory and suggest some 
clinical implications that follow from study findings. 
 
Introduction 
 
Severe mental illness (SMI) constitutes a significant burden of disease worldwide, 
with regard to years lived with disability and need for treatment1. Access to treatment 
and care for people with SMI varies1,2, and in addition to help from professionals in 
health care services, many of those with SMI will receive informal care from their 
relatives or friends. One European study found that carers spend on average 6-9 
hours per day providing informal care for adults with SMI3, and findings from another 
study showed that 43% of carers spent more than 32 hours per week4. This is in line 
with what is found in the caregiving litterature in general5. In Norway, a context 
characterized by high access to well-developed health care services, informal carers 
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were also found to be heavily involved in the lives of their relatives’ with SMI6. 
Informal care is considered an important contribution to recovery for persons with 
SMI, and it has been suggested that informal carers might even be more important to 
recovery than formal treatment, such as that provided by health care personnel7,8.  
 
Although caring for a relative with SMI can have many positive qualities, evidence 
also shows that those caring for someone with SMI have increased risk for 
experiencing several practical and emotional problems9. Among issues previously 
reported by carers are exhausting everyday lives in which they struggle with 
balancing their own needs with those of their relative, worries about their relative’s 
future, feeling that they are living their lives on someone else’s premises, and 
experiencing uncertainty while waiting for help from specialist health care services10. 
Weimand8 suggests that experiences of informal carers include ill health and 
carrying a burden. Furthermore, she notes that carers may wish to contribute, and to 
be included, in the care provided to their relatives, but often feel left out, and may 
even experience their encounters with professional health care providers as 
negative8. 
 
The lives of carers and their relatives with SMI are closely intertwined. One 
longitudinal study of people with psychosis and their carers showed that levels of 
grief, carers’ satisfaction with their own mental health, and carers’ social 
connectedness were at least partially accounted for by their relatives’ quality of 
functioning11. To our knowledge, only a few systematic reviews and meta-analyses 
investigating effects of interventions for carers or relatives of persons with SMI have 
been published12-14. These studies indicate that family interventions and involvement 
of carers in the treatment of people with severe mental illnesses may contribute to 
enhanced clinical outcomes12 as well to improve the carers’ satisfaction with the 
health care services and their quality of life14. This has led Yesufu-Udechuku et al.14 
to suggest that carer-focused interventions should be developed as an integral part 
of services provided to people with SMI. In order to tailor interventions that meet both 
the needs of people with a mental illness and their family carers, more knowledge is 
called for in order to understand what constitutes helpful treatment from carers’ point 
of view.  
 
There is limited experiential knowledge on the perspectives of carers of people with 
SMI. An interview study by Askey et al.15 that included professionals, service users 
and carers on the needs of relatives of people with psychosis, found that carers had 
difficulties believing that the service users’ basic needs were being met in the mental 
health services and that a high level of distress and anger towards these services 
increased their own burden and suffering. Another interview study by Cree et al.16 
similarly found that many carers experience a lack of involvement in care planning 
and that recognition of their role and input from professionals were scarce. These 
studies underscore the disempowerment that family members may experience in the 
face of the mental health system. Such knowledge needs, however, to be integrated 
with exploratory studies on carers’ perspectives on what constitutes positive mental 
health. Davidson et al.17 describe recovery as “a process of restoring a meaningful 
sense of belonging to one´s community and positive sense of identity apart from 
one´s condition while rebuilding a life despite or within the limitations imposed by that 
condition” (p.25). This added focus on positive mental health instead of addressing 
only illnesses and deficits also corresponds with developments within the movement 



Journal of Recovery in Mental Health Vol. 2 No. 1 Fall 2018 
ISSN:  2371-2376 24 
 
of positive psychology18. Both provide an important framework for exploring what a 
good life means in a mental health context. In this study we aim to contribute to this 
by examining the following research questions: What are the lived experiences of 
carers of people with SMI? And what supports recovery and positive mental health 
for carers?  
 
Methods 
 
To explore carers’ experiences of wellbeing and positive mental health, we designed 
a qualitative study based on a hermeneutical-phenomenological epistemology with 
individual interviews and thematic analysis as the practical method for collecting and 
analyzing data. The phenomenological quality in our approach is reflected in the 
exploratory and experiential focus19, and the hermeneutical viewpoint lies in 
recognizing that our understanding of experiences inevitably will be informed by our 
own preconceptions, assumptions and basic interpretations of the world20.  
 
Recruitment and Data Collection 
 
As part of preparing this investigation, we developed a semi-structured interview 
guide21 to facilitate the exploratory focus of the study.  
 
Table 1.  Examples From Interview Guide 
 
What is it like for you to care for someone with a severe mental illness?  
What does wellbeing mean to you?  
What has hindered positive mental health in your life?  
What has contributed to positive mental health in your life?  
If you were given the opportunity to build mental health services, what would you 
do to tailor them to the needs of carers?  
What would be different compared to how it is today? What would be the same? 

 
The first author conducted a pilot interview with a participant with significant 
experiences of living with a family member with an SMI to test the interview guide. 
As this interview was considered rich in information, it was transcribed and included 
in the data. The interview guide was subsequently refined. We used a snowball 
sampling technique to recruit participants through the Norwegian grassroots 
movement for carers in the field of mental health ('Landsforeningen for Pårørende 
innen Psykisk helse'). The interviews lasted from 54 to 102 minutes and were 
conducted at a location of each participant’s choice. All were audio-recorded and 
transcribed verbatim by the first author.   
 
Participants 
 
Eleven participants, nine women, and two men were included in the study. Sample 
size was decided based on the stability of the findings, and we stopped recruiting 
when we considered that the last interview did not contribute any substantial new 
information. All participants were more than 18 years old, and reported being 
parents, siblings and/or (adult) children of people with a SMI. All were living in 
western parts of Norway and had a western European background. Table 2 provides 
an overview of sample characteristics.  
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Table 2. Sample Characteristics 
# Fictitious 

name 

Sex Age Employment Education Carer 

relation 

as a 

1 Arnold M 55-60 Teacher 5 Father 

2 Robert M 55-60 Shipping 3 Father 

3 Sarah F 60-65 Teacher 6 Mother 

4 Elizabeth F 25-30 Shop assistant 0 Sister 

5 Rachel F 60-65 Linguist 5 Mother 

6 Lucy F 50-55 Economist 2 Sister 

7 Maria F 50-55 Sales assistant 2 Mother 

8 Gina F 60-65 Nursing assistant 2 Mother 

9 Caroline F 40-45 Consultant 6 Mother 

10 Rebecca F 70-75 Retired 6 Mother 

11 Lisa F 35-40 Economist 3 Child 

 
Researchers 
 
The first author (JAB) is a clinical psychologist and a master student in music 
therapy. The second and fifth authors are clinical psychologists and associate 
professors, CL in community psychology, and MV in clinical psychology. The third 
(LD) and fourth (CM) authors are professors in clinical psychology. 
 
Data Analysis 
 
For reflexive purposes22-24, the data were analyzed through a team-based,25 
structured approach of thematic analysis26. Our main focus was to find patterned 
meaning across the data set, conceptualized as themes. According to Braun and 
Clarke26, a theme is a category “that captures something important about the data in 
relation to the research question” (p. 82) and emerges when there is a high degree 
of convergence between the experiences of different participants. The detailed steps 
of our analysis are presented in Table 3. 
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Table 3. Steps of Thematic Analysis 
 
1. Familiarization 
with the data 

After each interview, the interviewer (JAB) wrote down his 
immediate reflections and discussed these impressions with 
the second (CL) and fifth author (MV), who constituted the 
analytic research team. All interviews were transcribed by the 
first author, and the analytic research team read and re-read 
the transcribed texts individually to become intimately familiar 
with its content.  

2. Coding The first author generated initial codes for patterns of meaning 
in the data material. Codes are the most basic segments of the 
raw data that can be assessed in a meaningful way regarding 
the phenomenon. 

3. Searching for 
themes 

The first author then examined the codes and searched for 
significant broader patterns of meaning. These were discussed 
with the second and fifth author.  

4. Reviewing 
themes 

The analytic research team then turned back to the overall 
dataset to check if the tentative themes were well grounded in 
the interviews, and to consider whether points of view needed 
to be added or scaled down. 

5. Defining and 
naming themes 

Through a consensus-based process in the analytic research 
team, the themes were formulated and presented to the third 
(LD) and fourth author (CM). The themes were thereafter 
defined and agreed on by all authors. 

 
Ethics 
 
The Regional Committee for Medical and Health Research Ethics (Western Region) 
considered that formal approval of this study should be made by the Norwegian 
Social Science Data Services because no patients were included in the study. The 
protocol was therefore submitted to and approved by this entity. All participants 
received written and oral information about the purpose of the study, and informed 
consent was obtained prior to participation. Because of the potentially sensitive 
nature of the interview topics, care was taken to attend supportively to participants in 
the interview situation and to approach their narratives with respect and 
confidentiality. 
 
Results 
 
In this paper we report themes that were common for the carers that we interviewed. 
Three general themes were identified in the data: 1) Mental health as a relational 
phenomenon; 2) Dealing with excruciating hopelessness; and 3) Coping strategies 
for the carer. These themes summarize the participants’ lived experiences of caring 
for a relative with an SMI, and describe how they understand and experience their 
own mental wellbeing. 
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Mental Health as a Relational Phenomenon 
 
When the participants discussed what promoted wellbeing and positive mental 
health in their lives, they spontaneously referred to the family as an entity. They had 
a good life when their family was doing well, and vice versa, a poor life when their 
family was struggling. Robert, for example, explained how his and his wife’s efforts to 
support their son’s mental health affected their own everyday lives as well as that of 
their other family members. When their son was struggling, this resulted in less time 
and poorer relation to other siblings: 

 
"As parents we wanted to do something. It was hard. It was 
difficult. As my wife said: We did everything to save one, and 
[instead] we lost two. That is a huge dilemma." 

 
Mental wellbeing was understood by the participants as a contextual and relational 
phenomenon, and this was evident both when the participants talked about 
themselves and when they discussed the challenges of living with someone with an 
SMI. Another participant, Arnold, who had a daughter with an SMI, described the 
difficulties relating to the health care system in the following way:  

 
Arnold (A): “It is hard when people talk over your head, not 
including you in the conversation. We worked a lot towards 
collaborative meetings, to get a dialogue started between [my 
daughter] and the group of professionals. I wish that people could 
have shown more will to see that people live in networks. [That] 
mental illnesses does not reside inside a person´s head. It is… 
between people." 

 
Many of the participants spoke about how it inspired hope to meet others with similar 
experiences, through organized mutual support groups. Elizabeth, who had a sister 
with an SMI, explained: “It was the first time I had spoken about my situation to 
someone I did not know before, about my story.”  
 
When mental health is viewed as a relational phenomenon it also connects mental 
health to the people working in the health care system. One can view the whole 
system as a body where all parts affect each other. Rebecca, who had a child with 
an SMI, explained how being part of a service user panel was helpful for her to get 
an overview of the available services in the municipality. This made her feel safer 
and more secure. In the interview with Maria, a mother of a person with an SMI, she 
described her needs from the health care system in the following way: 

 
I: “What provides you with wellbeing? What makes your life 
meaningful?  
Maria (M): There is only one word: Feeling safe. As a carer, 
safety, information and participation are important. I would have 
had a better mental health if I had been given a bit more 
information. Especially in my instance where the confidentiality 
had been repealed. And the health care professionals were 
encouraged to give information, but still they did not do it."  
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The quote illustrates how needing to be invited to be a part in the health care is a 
natural consequence of experiencing mental health as a relational phenomenon. 
Maria went on to describe how she would prefer healthcare workers who were 
genuine in meeting family members. To her, “to meet” was different from “helping” 
someone: when truly meeting someone she described that one is open and curious 
in that meeting. Not just being “friendly and nice,” but being helpers who looked 
forward to meeting her and who were curious about her experiences. However, this 
is a difficult balance, as other participants also highlighted negative experiences. For 
example, Arnold suggested that healthcare workers could be intrusive in their caring, 
as when they sometimes tried to relate to his family as friends when he actually 
needed them to be professionals.   
 
Dealing with Excruciating Hopelessness  
 
An important theme in our data was the participants’ experiences of hopelessness. 
Participants described a painful feeling of hopelessness as a salient part of being a 
carer for a person with an SMI, a feeling that in itself constituted a burden of 
suffering. One of the participants said: 

 
Gina (G): “Today, I do not have any hope. I only see things getting 
worse.  
I: So, you do not think that things will change?  
G: I will celebrate if I am wrong, but I do not have any hope of 
change. Now I am filled with sorrow. [My son], that was my 
greatest joy, has become my greatest sorrow. To think that this 
man, was [in fact] my little, beautiful son, is almost not to believe."   

 
Many carers explained that they felt their situation was hopeless. Gina elaborated: 
“(…) One evening he stood there with [a tool] towards his head in the garage. I just 
managed to save his life, and then he said it was these voices that had told him to do 
it.” It can be overwhelming to take responsibility for another person’s life when he or 
she is struggling. Another mother, Caroline, explained how she suddenly turned the 
steering wheel when she was out driving to try to end her life: “Then I thought: ‘I can’t 
do this anymore.’ That thought was in my head all the time. I can’t do this, I can’t do 
this, and then I drove off the road.” Caroline explained how she managed to steer the 
car back onto the road and therefore did not get physically hurt in this situation.  
 
Lisa, who had a mother with an SMI, described how she experienced her mother 
failing to help her brother when they were little: “(…) my brother was 4 years old and 
had cut himself with a knife and he was bleeding and bleeding and crying. But my 
mother was psychotic and did not realize that he needed to be taken to the acute 
unit at the hospital.” This quote illustrates how one can experience it as scary and 
unpleasant when a loved one is acting in an unusual manner. Lisa continued her 
story in the interview: 
 

"(…) She was wearing a swimming cap and she pulled it down her 
forehead and yelled: ”Lisa look!” She then pulled it up again and 
laughed fiercely. I left the room as it was very unpleasant. Then 
she yelled again, she was very ongoing, then I ran back in again, 
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and she was sitting naked in the sink, pulling the swimming cap 
up and down."  

 
Coping Strategies for the Carer  
 
As part of their task of caring for a person with an SMI, family members described 
using different strategies to master their own situation. We have divided this into four 
subthemes that we have termed: a) relational care; b) the little things; c) finding a 
personal space; and d) choosing to fight to maintain hope. 
 
Relational care. A valuable coping strategy for many of the participants was to use 
resources provided by other people who were important to them. For example, many 
emphasized the importance of finding support among good friends. In the following 
quote, Lisa emphasized this:  

 
I: “What do you find has helped you outside the healthcare 
system?  
Lise (L): Friends...  
I: Friends.  
L: Yes, I have always had many good friends. And also the 
teachers at school. I remember I was very focused on school as 
this was also important to my mother. I got a lot of positive 
feedback, and that was very nice." 

 
Positive feedback in different social arenas was emphasized as useful by many, here 
illustrated by the following description provided by Lisa: “I collected all the positive 
feedback I could get in other places.” Actively seeking positive regard and support 
from available social arenas when one does not receive this at home was upheld as 
a strategy to deal with one’s situation as a carer. Many of the participants had 
experienced that being open and sharing their thoughts with family, at work, or in 
groups for carers was a good way to take care of oneself. Moreover, many 
participants received important practical help from their families. Lucy, a sister of 
person with an SMI, described this in the following manner: “My youngest son 
changed the ringtone on my phone so I would know that it was [my sister], who 
called.” This helped Lucy with a practical support in setting boundaries and taking 
care of herself by preparing for the upcoming conversation 
 
The little things. To be able to maintain an awareness of the inherent joys of 
everyday situations in life were important for many participants’ work to master the 
hopelessness they otherwise experienced. Gina described this in the following 
words: 

 
"To find meaning in the everyday life. To focus on the little things, 
to hike [in the mountain] tomorrow, a coffee, a friend, to go to the 
cinema or just a good feeling. To look forward to something. To 
look forward to tomorrow when I have a day off, I have worked 
during the weekend. To be thankful for not being ill, to cycle in the 
rain, today everything went well at work, I managed it. (…) Right, 
the little…"  
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Many of the participants found meaning in these little things in everyday life. A 
mother, Rebecca, told about the joy of reading a novel: “To have some peace and 
just read a book. That is great.” Another mother, Lucy, described how she got into a 
better mood when being out in nature and got to “do the normal everyday things, to 
harvest crops, have animals and take care of them…” Another participant, Caroline, 
who had a daughter with an SMI, discussed how a trip to the southern hemisphere 
gave her the space she needed to be present and listen to her heart. 

 
C: “(…) Then I sat down on the sunbed just by the hotel and I just 
listened to the ocean. It was dark down by the beach, pitch black. 
But you could hear the waves and there was a lot of wind. … I felt 
happiness." 

 
Finding a Personal Space. Many of the carers we interviewed focused on using their 
body and working out to get some personal space, a space where they were free of 
the burden that followed their role as a carer. For many of them, there was 
something special about being physically active that helped in their everyday lives. A 
mother said the following: 
 

I: “What did you do to be physically and psychologically strong?  
Sarah (S): I have always focused on my health. To be active  
I: So working out?  
S: I have been running marathons, so… [laughs a little]"  
 

Another participant, Elizabeth, highlighted similarly the importance of Yoga. In the 
interview, she described it as “something that was just mine, and I started doing it on 
my own.” For her, it was as a personal space where she could take care of herself.  
 
Many of the participants highlighted work as another resource and a central arena 
for mastery. Elizabeth explained: “For it is so that when someone in close family is 
mentally ill, it helps a lot to have a place that is just yours, your personal place.” Gina 
also emphasized how work can be an arena where she can contribute: “Yes I have 
always used my workplace as a support, and I have thoroughly enjoyed it very, very 
much.”  
 
Choosing to Fight to Maintain Hope.  To be able to hope that things will get better 
was the only thing that kept some of the carers going. On a day-to-day basis, many 
of them experienced a tension between death and life for their family members who 
suffered from an SMI. Many of them chose to put up a fight for their family members 
rights to get the best treatment and to help them in their everyday struggles. Sarah 
described how having faith had been a strength for her. In the following quote, 
Rachel similarly discussed how she fought for her child: 

 
Rachel (R): “(…) Since that my life has really been a battle.  
I: You have fought a lot!  
R: A lot.  
I: Yes.  
R: All the time, fought and fought." 
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Sarah and Rachel both described having a fierce fighter-attitude, and for them this 
was a resource that helped them to not give up in an everyday life that could be 
painful and lonely. Another participant, Caroline, had considered ending her life as 
she experienced it to be very challenging. In the interview, she described how she 
eventually got to see herself as a resource for others, and therefore chose life. Many 
of the participants put in an extra effort when family members were struggling, and 
Caroline drove around in the city at night when her daughter was in extreme distress. 
She described:  “… so I have thought that it is very traumatic for her to go to the 
psychiatric unit, and therefore I handle this best myself.” Many of the participants 
described having a similar fighter-attitude. Sarah, for example, said the following: 
“Yes, then they said that it was a fight against the psychiatric units, but it was not a 
fight against the psychiatric units [for me], it was a fight for my son. To give him the 
best life and the best treatment.” 
 
Discussion 
 
This study set out to explore the lived experiences of carers of people with SMI. An 
important overall finding is that mental health is understood and described in 
interpersonal terms, as presented in our first theme 'mental health as a relational 
phenomenon.' To our study participants, close relationships brought joy and 
mastery, but also hopelessness and misery, as described in our second theme 
'dealing with excruciating hopelessness.' The third theme, 'coping strategies for the 
carer,' captures participants’ efforts to find a way to handle their distress and to build 
a good and meaningful life. But how can we understand these findings and what are 
their clinical implications? 
 
On a superordinate level, our findings emphasize the need to develop mental health 
services that better integrate contextual and relationally oriented knowledge. Within 
the recovery movement there is an increasing interest in the role of relational factors 
to processes of improvement27-32. For example, connectedness to important others is 
underscored as pivotal to recovery both in meta-syntheses32,33 and in individual 
studies34,35. One possible implication of the current study is that an individual’s 
context of prior and possible relational connections could be beneficially integrated in 
the treatment setting, allowing for constructive reconnective processes starting as 
early as possible. Reflecting this point, family-oriented interventions such as open 
dialogue36 are increasingly building evidence.  
 
Still, however, studies repeatedly report that family carers do not experience being 
listened to and involved in mental health treatment15,16,37. One possible interpretation 
of this is that mental health professionals are not properly trained in strategies for 
collaborating with family members in therapy and care. Hjärthag, Persson38 highlight 
that it can be difficult for health care workers to feel competent and safe in a role 
where they meet and help carers. Another explanation may be that a medical 
model39 continues to dominate the mental health field, as mental illnesses 
predominately are viewed as disorders that reside within the individual rather than as 
contextual phenomena. In line with the recovery literature, our study extends the 
focus of mental health to also include people´s everyday life. As such, the focus is 
shifted from treating individual illnesses and disorders, to supporting the person in 
his or her community40. 
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Two important concepts that also should be considered when interpreting the results 
of the present study relate to participants’ experiences of hope and hopelessness. 
Many of the carers that we interviewed reported distinct feelings of hopelessness 
when caring for a person with a SMI. This finding is in concordance with earlier 
studies demonstrating how mothers can experience feeling powerless, without a 
voice, isolated, worried about the future and tired in relation to their children with 
severe mental illness10,41. In the face of both SMI and the mental health system, 
carers’ feelings of hopelessness and hope, as argued by Weingarten42, may also be 
seen as a relational phenomenon. It is better understood as a process rather than a 
state43,44 as it refers to practices and the things we do in our everyday lives. As such, 
we may argue that hoping is not something that should be left to the individual carer, 
but processes that need to be recognized as a responsibility that also lies on the 
professional. Health care workers can for example help carers uphold their hopes 
through sharing information, as well as by providing guidance and support when 
carers are dealing with painful periods of hopelessness. In doing so we may move 
from an authoritarian practice focused on one-directional psychoeducation where the 
carers receive knowledge, to a collaborative practice30 where both knowledge and 
treatment is developed in partnership between the person with a SMI and his or her 
family carers as well as professionals in the mental health services.  
 
The carers we interviewed emphasized the importance of developing their own 
individual ways of managing the challenges they experienced in being close to a 
person suffering from SMI. In the interviews, they described a multitude of strategies 
they used in order to handle their everyday life. Of particular importance here is the 
variation of these coping strategies. They seemed to focus on the small everyday 
things in the carers’ ongoing lives. Such things have been argued to help confirm 
who one is as a human being45,46, and, as such, being important to the person’s 
sense of being an active agent.  
 
Limitations 
 
Study findings are context dependant for our participants and the setting in which the 
research was carried out. Nine of 11 participants were women, and six of them had a 
relation as a mother to their family members who suffered an SMI. The majority of 
them were also ethnic Norwegian, and these contexts should be considered when 
evaluating the transferability of the results to other contexts. Another limitation is that 
we included informants with a broad range of relationships to people with SMI. There 
is clearly a difference between having a mother or a daughter or son who is 
struggling with their mental health, and care needs to be taken when interpreting our 
findings. Furthermore, additional research is needed to explore in depth the lived 
experiences of such different groups of carers. 
 
Conclusion 
 
To be a carer can give a feeling of hopelessness towards oneself, one’s family and 
the mental health care system. At the same time, many carers use different 
strategies to find ways of caring for themselves and their family. Family members 
are, however, not just carers. They are, in fact, also individuals with their own lives 
independent from their role as carer. A pivotal development in the field of mental 
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health will be to develop clinical interventions that meets carers’ needs, both as 
family members and as people with resources and needs of their own. 
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