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ABSTRACT
The aim was to explore informal carers’ perceptions of supporting the everyday life of a relative
who has a psychiatric disability and resides in supported housing (SH). A qualitative study based
on interviews with 12 informal carers was performed, and the data was analyzed with qualitative
content analysis. The theme “Navigating in a misty landscape when striving to support a relative
with a psychiatric disability” was identified, encompassing four categories pertaining to residents’
needs, collaboration, environmental issues and the carer’s situation. SH services can be enhanced
by addressing informal carers’ experiences and developing greater collaboration involving informal
carers, residents and staff.

Introduction

Those who are both family members of a relative with psy-
chiatric disabilities, and also take care of this relative, have
an important but difficult role. Many need to reevaluate
their own life circumstances, and they struggle to balance
relationships and convey both their relative’s and their own
needs (Stjernsw€ard & €Ostman, 2008). The situation of adult
relatives has generally been described in three areas; per-
ceived burden (Ghannam et al., 2017; Motlova, 2007), cop-
ing with the person with a psychiatric disability (Azman
et al., 2017; Ebrahimi et al., 2018), and the support provided
to family members that is not often offered but tends to
enhance their coping ability and quality of life (Chien &
Norman, 2009; Yesufu-Udechuku et al., 2015). Other
research indicates that family members are seldom and
insufficiently involved in the care (€Ostman et al., 2000).

The most severely mentally ill can also develop a psychi-
atric disability. This has been defined in Sweden as a lasting
condition (>2 years) that, due to mental illness, prevents a
person from leading an autonomous and satisfying everyday
life (Swedish Government, 2006). A considerable minority in
this group need the comprehensive support that is provided
in congregate housing solutions, termed supported housing
(SH) (Carlbom & €Ostman, 2007). The SH facilities consti-
tute one of the two major types of housing solutions for
people with a psychiatric disability in Sweden. The two types
of housing provided by the municipalities are: independent

living with flexible outreach support and congregate facili-
ties. The latter generally have between five and 12 residents
in self-contained apartments with on-site staff that can vary
from daytime only to 24/7. This type of support may entail
a relief for the family members (Brighton et al., 2016), whilst
they continue to care about their relative. The roles and
needs of family members in relation to SH are less well
researched, and a literature search in Medline and CINAHL
resulted in only few hits when combining ‘supported hous-
ing’ with mental illness/psychiatry and carers/caregivers/fam-
ily members. This search showed that family members were
often excluded from decision-making regarding housing for
their relatives, but saw housing quality as an essential elem-
ent for recovery from mental illness (Browne & Hemsley,
2010). Family members in that study also found stable out-
reach services and safety to be very important aspects of
supported accommodation services. Piat and Seida (2018)
found that family members of residents in SH credited the
services with supporting residents in regaining control over
important aspects in life, including development of social
relationships and a positive self-identity. The families
believed, however, that the SH support was focused on sta-
bility rather than great advancements toward personal recov-
ery. Research focusing on how people with psychiatric
disabilities use formal and informal support have revealed
that family members were seen as essential and that a loss
of such support entailed a risk for detrimental outcomes
(Green et al., 2002). Another study found that residents saw
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their families, rather than professionals and friends, as the
ones who believed in them and their recovery (Piat
et al., 2011).

SH includes support for the resident’s everyday life activ-
ities, such as home maintenance and having something
meaningful to do during the day (Brunt & Rask, 2018).
What is seen as meaningful is a highly personal matter, and
this is also true for meaningful activity. Research among
people with psychiatric disabilities has shown, however, that
any activity that results in feeling connected with others,
feeling competent and accepted by society, having routines
and projects, being creative and seeking knowledge, or tak-
ing care of body and mind to maintain health can be found
meaningful (Argentzell et al., 2012; Leufstadius et al., 2008).
Satisfying and meaningful everyday activities are important
for the well-being of people with psychiatric disabilities in
general (Eklund & Leufstadius, 2007; H€ohl et al., 2017), as
well as in the SH context (Eklund & Tj€ornstrand, 2020).
Meaningful activity is thus an important aspect of housing
support, but there appears to have been no research that has
addressed whether this constitutes a concern for family
members. The family member has a specific perspective as
someone who has a close and long-lasting relationship with
the service user and knows about their previous preferences
and habits and which activities they find meaningful. Family
members’ views on the opportunities for meaningful activity
in the SH context could therefore be important for identify-
ing possible limitations in this aspect of housing support
and generating ideas as to how to improve the support. The
perceptions of family members can be used to form a posi-
tive alliance between the family members and the staff,
which may in turn benefit the residents (Weimand
et al., 2018).

Aim

The aim was to explore family members’ perceptions of sup-
porting a relative who has a psychiatric disability and resides
in SH, with a specific focus on support for every-
day activities.

Methods

This qualitative interview study is part of a project focusing
on everyday activities among people with psychiatric disabil-
ities receiving housing support (Eklund et al., 2017). The
study was approved by the Regional Ethical Review Board,
Lund University, Sweden (Reg. Nos. 2013/456 and
2015/873).

Participants

The project encompassed 17 municipalities located in four
Swedish counties, representing both rural and urban areas.
SH facilities in Sweden generally have 5–15 residents who
have their own fully equipped or semi-equipped flat in a
separate building or along a corridor in a block of flats. The
staff, who provide support in activities such as cleaning,

shopping and appointments with professionals, are on hand
up to 24 hours a day and have office space in the communal
areas of this congregate setting.

The SH units included in the project (Eklund et al.,
2017) were purposively selected for the present study. The
SH managers for 15 SH units were asked whether they were
willing to act as gatekeepers to identify family members of
the residents. All the managers agreed and their first task
was to ask residents who had family members whether they
consented to the family member being contacted for an
interview. Several residents did not consent to this, either
due to not desiring a family member to become involved or
them not thinking a family member who had sufficient
insight into their situation at the SH. However, 13 of the
residents agreed for contact to be taken with a family mem-
ber by the research team. One of them declined to partici-
pate and the remaining 12 family members gave written
informed consent to participate.

The participants consisted of 11 women and one man, all
of whom were born in Sweden. Eight were parents of an
adult resident, two had a sibling and two had a parent resid-
ing in SH for people with psychiatric disabilities.

Data collection

The first author (ABG) and two project assistants performed
the interviews. Three participants chose the interviewer’s
workplace as the site for the interview, while others chose to
be interviewed in their relatives’ SH unit or at a neutral
place such as a caf�e. Each interview lasted about one hour
and was audio-recorded and transcribed verbatim. Data was
collected from November 2015 to June 2016.

A semi-structured interview guide addressing the family
members’ thoughts around the following themes was
devised: the residents’ needs for support from staff and fam-
ily members to cope with everyday life, the relative’s possi-
bilities for and limitations in taking part in activities at
home as well as outside the SH, and the family member’s
view of the type of activity that would support the relative’s
health and well-being. The family members were encouraged
to talk freely and the interviews developed into dialogs. This
entailed that while all the interviews contained the same
themes, each of the dialogs became unique with respect to
specific questions asked and how each theme was empha-
sized and developed. Prompting questions were used when
adequate, such as “Can you please describe that further?”

Data analysis

The data were analyzed with qualitative content analysis
(Graneheim & Lundman, 2004). The data were first read
through several times, and then divided into meaning units
and further condensed into codes. The various codes were
sorted based on similarities and differences. Then, in an
iterative process, the different sub-categories and categories
were identified from the codes. The sub-categories and cate-
gories were discussed and modified between the first (ABG)
and last author (ME), until the authors agreed that the
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categories and sub-categories well represented the data. The
next step was to formulate a theme that captured the latent
meaning. Finally, in order to strengthen the trustworthiness,
all the authors reflected on and discussed the sub-categories,
categories and theme until consensus was reached.
Furthermore, quotations were presented to illustrate the
findings, these were edited by omitting humming sounds,
stuttering and pauses.

Results

The participants did not have direct insight into the every-
day life of their relatives and seldom had contact with staff.
However, many of the participants had a good comprehen-
sion of the SH services, the activities offered and what their
relatives found meaningful to engage in, despite having a
peripheral position. The activities they referred most fre-
quently were: cooking, washing, cleaning and doing the
laundry, and the residents could generally choose between
eating alone or in a common dining area. Possibilities for
social activities were also provided at hand, but usually not
to the extent that the participants wanted when considering
what was best for their relatives and what these would find
meaningful. The provision of activities in the SH units
included: participating in housing meetings, watching TV,
making excursions, or celebrating birthdays and major holi-
days. The participants’ peripheral view of what was happen-
ing at the SH units entailed the participants perceiving their
relatives’ everyday activities through a haze, through which
they had to navigate and understand their relatives’ everyday
life. The theme “Navigating in a misty landscape when striv-
ing to support a relative with a psychiatric disability”
was discerned.

The theme encompassed four categories; “Meeting the
needs of their relative”, “Collaborating to enable support”,
“Reflecting on the SH environment and its surroundings”,
and “Dealing with personal needs and feelings of
imperfection” (Table 1).

Meeting the needs of their relative

The participants felt the obligation to be there to take care
of the needs of the relatives, to support them to perform
various activities in everyday life, to spend time with their
family and friends, and to be someone from the world out-
side the SH unit.

Enabling meaningful activities in everyday life

The participants perceived that their relatives generally
received the support they needed, including opportunities to
perform various activities and spend time with family and
friends. Some indicated, however, that they had to intervene
to make things work for their relative, such as teaching
them how to cook. Others had observed that their relative
was lonely and neglected by from the staff: “My mother was
more active before she moved [to the SH]. Now she only
cleans, does the laundry, showers, and does the dishes and/
… /and also goes out walking—but nothing more” (IT 12).
Some relatives did not participate in any everyday activity,
according to participants who perceived that there was noth-
ing that suited their relatives’ interests, or that the staff had
not been able to catch the moment when the resident
was motivated.

The participants had ideas about how the staff could
develop and better align the activities in the SH units with
the residents’ needs and interests. These suggestions
included; the staff using the municipality’s cars more fre-
quently, driving the residents to various activities in the
community, and the staff spending more time with the resi-
dents, e.g., cooking together, walking together and going out
on excursions that the residents ask for. Another suggestion
was for the staff to make use of opportunities that naturally
occur, such as seasonal changes in nature, events and hap-
penings in the neighborhood or spontaneous ideas from the
residents. The participants also suggested more scheduled
activities to support engagement “Otherwise it won’t work,
if he [the son] sits down and starts thinking about what to
do now… he just sits there” (IT1).

Being one of few loved ones

Socializing with family and friends was important, according
to the participants, because it provided an important source
of meaningfulness and joy for the resident. There were also
participants who received help from their relatives, for
example, one informant frequently received help with clean-
ing and shopping from her son who lived in SH. It was also
noticeable that family members were often the only social
contacts the resident had. “My brother feels good when we
meet—I’m the only one he has” (IT4). The family members
perceived that the contact they had with their relatives were
essential and meaningful for the latter and helped them
maintain a sense of identity. Some met regularly, e.g. on a
certain weekday to go for a walk or visit a caf�e. There were,

Table 1. Illustration of categories and sub-categories, covering the theme “Navigating in a misty landscape when striving to support a relative with a psychi-
atric disability”.

Categories
Meeting the needs of

their relative
Collaborating to
enable support

Reflecting on the SH
environment and its

surroundings
Dealing with personal needs
and feelings of imperfection

Sub-categories Enabling meaningful activities
in everyday life

Interpreting signals
concerning needs
and capacities

Being able to cope with
the apartment

Wanting to be there for
their relative

Being one of few loved ones Collaborating at the
managerial level

Mastering the common
SH facilities

Being alone with
responsibilities

Enabling participation in
activities in the community

Collaborating with the staff Maintaining links with
the community

Needing space to recover
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however, also reports about conflicts, often triggered by the
participants interfering in the relative’s economy or how
they looked after their flat.

Enabling participation in activities in the community

The participants thought that the SH could provide a safe
haven from which the residents could be able to take part in
activities in the community. Some reported that that their
relative received support for doing that from the staff, while
others perceived that the staff were reluctant to accompany
the residents outside the SH. The residents then became
quite isolated in the SH unit and did not want to or were
unable to make contacts. While some of the residents had
good friends both within and outside the SH, others had
acquaintances who were a burden on them “Begging for cig-
arettes and coffee early in the morning” (IT3). The residents
were adults and were thus allowed to do as they pleased, but
this could entail that they could not receive any help from
staff in such difficult situations, which led to the participants
feeling helpless. More positive examples were talked about
where their relative still met former school friends or work-
mates, or could be supportive to others and help their
friends with practical matters. Having links to the commu-
nity could also entail them keeping abreast with what was
happening in the world, e.g. watching documentaries on the
TV, and as one informant said “Our son knows more than
we can imagine” (IT10).

Collaborating to enable support

Networking was seen as significant and as a challenge from
the participants’ point of view. They had to collaborate with
several people in order to be able to support their relatives.
These included the relatives themselves, the SH managers,
and the housing unit staff.

Interpreting signals concerning needs and capacities

Interpreting signals concerning the relatives’ needs was one
part of the collaboration and could include their relative’s
expressions of stress or need for a structure in their every-
day life. One mother said: “My daughter gets stressed when
she loses her routines, when there is too much noise” (IT9).
The participants sometimes perceived that their relatives had
difficulties expressing their needs and were not listened to
during meetings with the staff. The participants then had to
interpret what their relatives wanted, to get them involved,
and to identify what meaningful activity they would like to
do, and the participants emphasized the importance of
“listening to what is not spoken about” (IT4). They were
also careful to highlight the capacities of their loved ones,
and tried to strengthen their self-esteem by giving
them praising.

Collaborating at the managerial level

Establishing a good relationship with the SH managers was
seen as important. Some spoke of regular meetings, and
contact afterwards when needed: “We met a manager twice
a year—good meetings about mum’s housing and activ-
ities—and the SH listened to us as relatives—and mum got
to say what she wanted to” (IT8). Others had previously had
negative expectations about the SH and these became posi-
tive experiences instead as they were received in a pleasant
way and were given adequate information.

On the other hand, there were also negative experiences
with the participants talking of wanting to have meetings
about how best to carry out their relative’s care plans and
sensing that the manager might feel as though he/she was
controlled. Other participants spoke of difficulties in estab-
lishing a good relationship with the manager because of a
high rate of turnover for those in that position. The partici-
pants felt that these had a negative influence on the resi-
dents’ possibilities to lead an everyday life characterized by
meaningful activity.

Collaborating with the staff

Collaborating with the SH staff was seen as important by
all the participants. Those with positive experiences
described the staff as sympathetic and meant that their
commitment was what made the SH work, one example of
this was when the staff took care of pets if the resident was
hospitalized. The participants spoke of the members of staff
being able to understand the residents and devoting time to
listening to them, and the participants felt that they could
rely on these and tell them things they found important.
This generated a sense of confidence in the staff function-
ing efficiently as key workers and providing good support
to their relative.

There were also participants who had never, or just
briefly, met the staff, and sometimes the staff had not com-
municated with each other about important matters and
things the residents had told them, “It sometimes happens
that the staff call when he [the son] is at home with us, and
ask where he is” (IT6). The participants who had negative
experiences of their collaboration with the SH perceived a
lack of staff commitment and felt that the staff would prefer
to relax and pursue their own interests rather than spending
time with the residents.

The participants with negative experiences also per-
ceived that the staff put too great a focus on daily rou-
tines/… /and there’s no time for fun and doing things
together” (IT11). Some participants also wondered about
the level of the staff’s skills in relation to mental illness
and motivating the residents to lead an active and mean-
ingful everyday life. Others thought that the staff should
be more responsive to the residents’ needs and previous
interests and habits, and perceived that their relatives had
difficulty asking for support when needed. However, the
participants also noted that the staff “Always have an
uphill struggle, the residents always say no first, and then
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the staff have to motivate/… /to stimulate them to have
more of a social life” (IT8).

Reflecting on the SH environment and its
surroundings

The participants perceived that being able to master the sur-
rounding environment was important for the residents in
coping with everyday life. They had observed the existence
of both environmental limitations and resources for their
relative in terms of being active and being stimulated to
activity in their apartment, in the common areas of the SH,
and in the community. They generally did not have an
active role in this as family members, but had thought and
reflected about these circumstances quite a lot.

Being able to cope with the apartment

The participants noticed that coping with everyday life in
their relative’s apartment, such as cleaning and keeping the
flat tidy, could be a challenge, both for the residents and the
staff. Some talked of their relative wanting to be like other
people and have an ordinary apartment, as in this descrip-
tion of a daughter who had tried to live in an apartment
without support from staff: “And it all went wrong and
there were disturbances and she had arguments… with the
landlord and others” (IT3). Other perceived that their rela-
tives were fond of their apartments and coped well with that
environment. They wanted to be able to close the door,
watch TV and potter about doing things they found mean-
ingful. Other concerns were about the SH staff, for example,
not pointing out the need to clean the apartment when a
resident failed to do so. The apartment is the resident’s own
home, but the participants had noticed that the staff some-
times made changes in the apartment to facilitate for them-
selves, such as removing carpets, while at the same time
making their relative’s home more impersonal.

Mastering the common SH facilities

Many of the participants reflected on the dual nature of the
SH environment, which could provide both opportunities
for having company and socializing in the common areas
and possibilities to withdraw and have privacy in one’s own
apartment, and how their relatives could master that bal-
ance. Some participants perceived a pleasant atmosphere in
the SH and good communication between their relative,
other residents, and the staff; as though they belonged to a
family. It was helpful and meaningful for some of the resi-
dents to have the company of others in the common areas,
as one mother expressed; “She needs a lot of support and
people around her” (IT9). Eating a meal together was
important for many of the residents, particularly during the
weekends and holidays, and it contributed to a sense of
belonging, while others were better off by themselves.

Some residents were unable to be in the company of too
many other people and had difficulty absorbing too many
impressions at once, as expressed by one mother: “He

participates in the house meetings in this larger SH now,
and gets his food there, but eats in there [his
apartment]” (IT10).

The participants knew about the house meetings, which
were seen as a potentially important element of the common
SH environment, but said that their relatives were not able to
express their wishes and opinions there as they were not used
to taking part in decision-making. Some said that these meet-
ings were the only type of common activities. The participants
who had negative experiences from the SH had expected that
there would be both activities that were planned and opportu-
nities for the training of household skills, such as baking, but
this had not occurred. Some of the participants had experi-
enced that there were activities that had been provided both
inside the SH and also outside in the community, but then the
residents had been difficult to motivate. On the other hand,
saying “no” to proposed activities could indicate something
positive: “I feel that he [the brother] says no because he has
better self-confidence now” (IT4).

Maintaining links with the community

The participants meant that their relatives had lost their pre-
vious social network and the new surroundings were
unfamiliar to them when they moved to SH; they saw it as
though their relatives had lost part of their identity. The res-
idents were, however, able to maintain some of their links
with the community, or develop new ones. The participants
talked of some of the residents having interesting and mean-
ingful activities that they performed outside the SH, such as
genealogy, training dogs or going to the library. Some were
able to take the bus on their own, while others needed sup-
port from the staff. One mother said: “Someone came with
him sometimes, and other times not” (IT10), which led to
her son having to give up his regular activity. The resident’s
need for company also depended on the nature of the activ-
ity; their relative might manage to do errands but could
need support to go to a gym.

All the residents could take part in staff-led excursions,
which could give them a link to the society around them. A
problem could, however, occur when a resident wanted to
go on a specific type of excursion, which the staff were not
interested in. Furthermore, not all the residents were always
able to have the opportunity to come along because of lim-
ited transportation capacity, while at the same time there
were also those who did not want to try new environments,
as one mother said: “The SH rented a holiday cottage last
summer but then she refused to come along” (IT11).

Some participants spoke of their relatives regularly partic-
ipating in various types of activities outside the SH, such as
going to day centers or doing voluntary work. All the partic-
ipants said that activities performed outside the SH were
important and meaningful because they brought positive
spin-offs, such as meeting others, gaining new perspectives,
and being useful to other people.

ISSUES IN MENTAL HEALTH NURSING 5



Dealing with personal needs and feelings of
imperfection

To get strength to support their relative, the participants
had to take care of their own personal needs and wishes.
They maintained that they had to, and wanted to be there
for their relative. They often felt alone with their responsi-
bility, however, and to manage this they needed to recover.

Wanting to be there for their relative

The participants felt more at ease once their relative had
moved to SH, but they were still concerned about them.
“We worry about how he [the son] will manage when we’re
not around anymore—we’re not young anymore, one day
one of us might pass away” (IT10). Other worries could
concern the relatives’ mental and physical well-being, or
how they would cope with situations that could occur.
There were also indications that the participants’ worries
could be inhibitive for the relative; one daughter said “Our
mother was always worried about him, that something
might happen, but since she died he’s become more
independent” (IT7).

The participants still felt the need to engage in various
practical matters, such as preparing meals for the coming
week or paying the bills, despite the residents lived in SH.
Their relative might also need support in what to do during
the day, for example, to avoid staying in bed all day. Some
of the participants who were parents meant, however, that
they had the same role in relation to their child with a psy-
chiatric disability as to their children who were well.

The participants sometimes had disputes with their rela-
tive, and there had been situations when they had been
physically abused by them. They could also have to deal
with situations where their relative had conflicts with other
residents, which generally concerned money and cigarettes.
They tried their best to cope with their relative’s emotions,
and to set limits for them. Furthermore, the participants
who were parents tried not to burden their other children
since they thought that these should be allowed to lead their
lives as usual.

Being alone with responsibilities

The participants often felt alone with the responsibility for
their relatives. Some of them, especially those who were
parents, had taken responsibility for their loved ones since
they were children, while others had more recently taken on
this responsibility since their relatives had previously led
normal, active working lives.

The participants could feel the responsibility as pressure.
In spite of the burden being reduced when their relative
moved to the SH, the participants experienced that they had
had to fight for their relatives, so that they would receive
sufficient care and support, including meaningful everyday
activities. The participants wanted just to be a relative, and
not have to be the link between their relative and the care
and support services. Their responsibilities could, however,

sometimes be extended to determining whether their relative
needed additional support and care. They thought that the
authorities ought to take a greater responsibility for the col-
laboration, while acknowledging the family members as
important persons in the residents’ lives.

The participants perceived a need for support from the
healthcare services, and also from the SH, in terms of what
to do when a relative is mentally ill and in need of care and
support. The participants had never been asked by the men-
tal health services or the social services about their lives
when living with a relative with a psychiatric disability. One
son said: “When I think from the perspective of being a
child—my mother was ill when I was little—I would have
needed the healthcare professionals to ask how I felt” (IT8).

Needing space to recover

The participants needed some breathing space, as they spent
a great deal of time thinking about or caring for their loved
ones, and one daughter told: “I wish there was something
else that could give my mother quality of life—something
that is not me” (IT12).

Being a family member and having the responsibility for
a relative with a psychiatric disability who they might have
seen as troublesome, but with whom they also had an emo-
tional relationship, was difficult. The participants felt they
were not always sufficiently strong, which made them feel
the need to take a break in their contact with their relative.
Even if this break was necessary, it gave them feelings
of guilt.

The participants wanted contact with their relatives and
were generally in touch at least every week in spite of the
difficulties, although they sometimes felt frustration when
their relatives constantly needed help and support. The par-
ticipants emphasized that they could not build their entire
lives around their loved one, they also needed to live their
own lives, including taking care of other children, their
households, their working lives, and their social lives,
including leisure activities. For some of the participants, this
meant that they had to set limits.

Discussion

It has been shown that family members who have a caretak-
ing role have an important supportive social role for their
relatives with psychiatric disabilities (Pernice-Duca &
Onaga, 2009). The perceptions of family members who have
a relative residing in SH for people with psychiatric disabil-
ities has received little attention in research, in particular in
terms of the residents’ needs for meaningful everyday activ-
ities. The findings of this study are thus important.
“Navigating in a misty landscape when striving to support a
relative with a psychiatric disability” summarized the partici-
pants’ perceptions and concerned meeting the needs of the
relative, collaborating with residents and staff, reflecting on
the relative’s SH environment and surroundings, and dealing
with personal needs and feelings of imperfection. Motlova
(2007) maintained that the whole family becomes involved
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when a family member has severe mental illness, and the
family’s perspectives and issues of concern need to be taken
into account in order for interventions to be successful. The
current findings indicate that the family members took on
an important role in being a bridge between the relative’s
previously more active life and former identity and his/her
present social environment. They thus acted as ambassadors
for their loved ones, which in line with previous research
showing how important residents perceive their families
(Green et al., 2002; Piat et al., 2011). Family members could
supplement the staff’s professional role, which was seen by
the participants as more instrumental. The study also high-
lighted that the family members’ roles and experiences of
being there for their relative was accompanied by a limited
insight into their situation and a lack of influence. They had
several suggestions for how to remedy that situation, how-
ever, and the current findings can hopefully inspire to
improve the support in SH.

Many of the participants’ concerns were related to the
needs of the resident, and access to meaningful activities
and social inclusion were particularly highlighted. This is in
line with a study of what brought meaning in life to people
residing in SH, showing that being with others and having
something meaningful to do were prioritized (Eklund et al.,
2012). Furthermore, our findings indicate that an awareness
of the residents’ needs could lead to the participants needing
time and space to recover. The participants had to set limits
in order to be able to cope with this, which is in line with
research showing how family members maintained a balance
between their own needs and those of their relatives
(Stjernsw€ard & €Ostman, 2008).

Collaboration and communication formed another
important focus. Increased communication between the resi-
dents, the staff and the family member could improve the
situation for the residents, but also for the family members,
which concurs with previous findings (€Ostman et al., 2000).
The current findings showed that the family members and
the residents did not have sufficient contact with the staff,
and felt that their views were not always taken into consid-
eration. Greater collaboration with the staff could be
expected to lead to better support for a meaningful everyday
life for the resident, and could preferably include education
for the family members. This is in line with Yesufu-
Udechuku et al. (2015), who found that psychoeducation
and support groups for the family members enhanced their
caring experience and reduced their psychological stress.
Similarly, Ebrahimi et al. (2018) and the Swedish National
Guidelines (2018) have recommended psychoeducation and
support from the social services to informal caregivers who
support and take care of relatives with psychiatric disabil-
ities. Ebrahimi et al. (2018) showed that family members
who lacked support from staff also lacked knowledge about
how to care for their relatives. As well as receiving educa-
tion, both the residents and the family members could be
co-creators of the SH support, which is in agreement with
Elg et al. (2012), who proposed co-creation and learning
from the patient, and Grundy et al. (2017), who suggested

the involvement of family members in the decision-making
about care.

The surrounding environment was a recurring topic in
the participants’ accounts. It was seen as positive (friendship,
good role models, good company etc.) and as negative
(being used, bad company etc.), but several of the issues the
participants highlighted appear to be clearly linked with
essential aspects of recovery from mental illness. According
to the CHIME framework (Connectedness, Hope, Identity,
Meaning, Empowerment), connecting with others and mas-
tering the social environment are important for recovery
(Leamy et al., 2011). Mastering the environment also con-
cerned the residents’ physical environment, in terms of car-
ing of one’s own apartment. This type of activity together
with other activities, which were perceived as meaningful,
may be linked with building identity and feeling empowered
(Bejerholm & Eklund, 2004; Bejerholm & Eklund, 2006).
The participants thus intuitively focused on the constituents
of the CHIME framework when they reflected on the needs
and wishes of their relatives.

Dealing with personal needs and feelings of imperfection
could potentially concern feeling burdened and exhausted as
an informal caregiver, as shown in studies on family mem-
bers who live together with their relative with mental illness
(Ebrahimi et al., 2018; €Ostman et al., 2000). A major differ-
ence between those studies and the present one appears to
be the experiences of burden on the family member. None
of the participants conveyed such experiences in this study,
while there are numerous reports of family members feeling
burdened when they have a day-to-day responsibility
(Ghannam et al., 2017). This may indicate that the relative’s
residency in SH may simplify life for the family members,
which was also spoken about in the interviews. However,
the relatives with psychiatric disabilities were constantly on
the participants’ minds and they felt a great responsibility
for them.

The findings indicated the need for the participants to be
able to recover, including participating in leisure activities,
being with other family members and seeing friends. This
may be seen as a coping strategy, and thus concur with the
conclusions of Azman et al. (2017) that emotional coping,
acceptance and engaging in leisure activities were among the
coping strategies used by family members.

Methodological considerations

Trustworthiness in research (Graneheim & Lundman, 2004)
generally concerns pre-understanding, credibility, depend-
ability and transferability. The researchers’ pre-understand-
ings stemmed from a broad area of experience within the
health and caring sciences, psychology and occupational sci-
ence, including qualitative research. The research group
reflected on the findings in relation to their pre-understand-
ing when analyzing data in an iterative process.

Credibility was strengthened by the iterative analysis pro-
cess, first involving the first and last author. Consensus was
then reached in the research group, agreeing that data were
covered by the theme, categories and sub-categories.
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Furthermore, credibility as well as dependability was
strengthened by a detailed description of the data collection
and analysis, exemplified by quotations. Three interviewers
may be seen as a potential limitation, since the participants
may have received different follow-up questions, but on the
other hand this may also have strengthened the dependabil-
ity and enriched the contents of the interviews.

Transferability is often left to the reader to assess, accord-
ing to Graneheim and Lundman (2004), but the difficulties
in the process of recruiting participants warrants some
reflection. A few of the SH residents rejected the researchers
request to approach tentative participants. This may have
led to the participants who participated being the family
members with closer and perhaps more positive contacts
with their relative, which in turn may have influenced the
findings and thus the transferability. It may be that the lack
of reports of caregiver burden may be a result of selection
bias. It is also not reasonable to transfer the findings to
other ethnic groups. All the participants in the study were
born in Sweden, which is regarded an individualistic society,
and research has shown that the families of people with
mental health problems have different roles in individualistic
cultures in comparison with collectivistic cultures (Dwairy,
2006; Pooremamali et al., 2012).

Conclusions

The roles and perceptions of the family members of relatives
residing in SH appear to differ from the findings from
research focusing on family members who live with their
relative with mental health problems, this study has thus
contributed with unique knowledge that may be used to fur-
ther develop SH services. Extended collaboration that
involves all the parties and increased information and edu-
cation for family members and SH residents are some of the
proposed measures. It was also emphasized as important
that staff could seize the moments when residents are open
to participate in activities and want to have company.
Furthermore, the findings show that family members are a
poorly utilized resource as they have their relative constantly
in mind, are already helping with practical things, and are
willing to contribute with new ideas for how to improve the
residents’ everyday life. The family members can also convey
important information about their relative’s identity and
preferences, and such knowledge can help staff motivate res-
idents and make the support more personalized. The social
and healthcare services should consider how to support fam-
ily members through education, information and collabor-
ation, so that they can feel some alleviation from their
responsibilities and find some space for recovery. The find-
ings from this study can also be utilized as a ground for
new interventions in the SH context, aimed at supporting a
more meaningful and active everyday life for the residents.
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