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Abstract
Background: Empirical evidence shows that family involvement (FI) can play a pivotal role in the coping and
recovery of persons with severe mental illness (SMI). Nevertheless, various studies demonstrate that FI in
mental healthcare services is often not (sufficiently) realized. In order to develop more insights, this scoping
review gives an overview of how various stakeholders conceptualize, perceive and experience barriers to FI.
Central questions are: 1) What are the main barriers to FI reported by the different key stakeholders (i.e. the
persons with SMI, their families and the professionals, and 2) What are the differences and similarities
between the various stakeholders’ perspectives on these barriers.
Methods: A systematic search into primary studies regarding FI was conducted in four databases: Medline/
Pubmed, Cinahl, PsychInfo and Web of Knowledge with the use of a PICO scheme. Thematic analysis focused
on stakeholder perspectives (i.e. which stakeholder group reports the barrier) and types of barriers (i.e. which
types of barriers are addressed).
Results: Thirty three studies were included. The main barriers reported by the stakeholder groups reveal
important similarities and differences between the stakeholder groups and were related to: 1) the person
with SMI, 2) the family, 3) the professionals, 4) the organization of care and 5) the culture-paradigm.
Discussion: Our stakeholder approach elicits the different stakeholders’ concepts, presuppositions and
experiences of barriers to FI, and gives fundamental insights on how to deal with barriers to FI. The
stakeholders differing interpretations and perceptions of the barriers related to FI is closely related to the
inherent complexity involved in FI in itself. In order to deal better with these barriers, openly discussing and
reflecting upon each other’s normative understandings of barriers is needed.
Conclusions: Differences in perceptions of barriers to FI can itself be a barrier. To deal with barriers to FI,
a dialogical approach on how the different stakeholders perceive and value FI and its barriers is required.
Methods such as moral case deliberation or systematic ethics reflections can be useful.
Keywords: Scoping review, Mental healthcare, Severe mental illness, Barriers to family involvement,
Stakeholders’ perspectives
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Background
The need to involve families in mental health care has
become more recognized and underlined in the last
decades [1]. Various studies have illustrated that family
involvement (FI) in professional care and treatment can
be beneficial for the person with severe mental illness
(SMI) as well as for families (broadly defined). It can
reduce the frequency of relapse and hospital admission
as well as encourage compliance with medication and
treatment endurance [2–5], and contribute to bettering
the quality of life of family members [6, 7].
New organizational structures in mental healthcare
have become more dependent on support and cooperation
from the social networks of the person with SMI.
Deinstitutionalization processes in mental healthcare have
led to a focus on community care [8]. Family organization
groups have sought attention for the position and role of
families in the public debate and insist on getting more involved in professional care [9]. Furthermore, the current
era of healthcare calls for a more cost-effective approach
due to shrinking resources involvement of family might
save public expenses or prevent the costs of mental healthcare from growing [10]. As a consequence various policy
statements started to emphasize the importance of involving social networks of persons with SMI in professional
care. Numerous guidelines have been developed to facilitate
collaboration with family in mental healthcare [11, 12].
FI is an activity that requires collaboration and finetuning between three stakeholders: i.e. the professionals
the person with SMI, and the family, the so-called ‘triadic collaboration.’ ‘Family’ is in this context broadly
defined, i.e. any person playing a significant role in the
patient’s life and social network. Despite the evidence of
the beneficence of FI, it has not developed into a common practice in mental healthcare [2, 3]. Often the
involvement of family in professional care is reported as
poor, regarding both the uptake and the quality of FI. In
practice, the implementation of FI stumbles on multiple
barriers and challenges [3, 13, 14].
In this paper we carried out a scoping review of the
literature that focused on both a thematic analysis of the
types of barriers, as well as on who experiences which
barriers: The so-called ‘stakeholder approach.’ We did
not endeavor to perform a meta-analysis of quantitative
outcomes. Our focus was to analyze and clarify a
complex concept e.g. barriers to family involvement. [15]
Initially we started this review with the idea of getting a
general overview of the current barriers. During the
process of collecting data, we realized that all papers
included one or more stakeholder perspectives, and did
not find other reviews that paid specific attention to the
differences and similarities regarding the barriers reported by the various stakeholders. Stakeholders express
what they consider important from their point of view
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in addressing barriers to FI. Their conceptions, presuppositions and experiences of barriers often reveal implicit or explicit normative thinking about barriers (e.g.
conceptions of good care) [16].
Since FI is about bringing three different stakeholders
together focusing on the stakeholder perspectives could
add to a deeper understanding of the difficulties of
conducting and implementing FI in practice (e.g. moral
challenges). This again could offer a novel way to analyze,
discuss and deal with the complexities that come with FI.
Given the fact that involvement, cooperation and mutual
understanding is at the core of FI, understanding and
distinguishing differences among the various stakeholders’
perspectives on barriers to FI is a crucial starting point to
understand and deal with these barriers.
We focused on FI in the context of SMI since we
expected this context to include some of the most
challenging and important barriers regarding FI since
there is ample research on FI and its barriers during
SMI and to limit our search for practical reasons. In this
review, we address the following questions. First, we ask
what the main barriers are to FI regarding SMI reported
by the different key stakeholders – i.e. persons with SMI,
family, and professionals. Second, we ask what the differences and similarities are between the various stakeholders’ perspectives on these barriers.

Methods
Search strategy

A systematic electronic search was conducted in the
period of September to mid-November of 2015. In our
strategy we followed the eight steps of Droste et al. [17].
We have chosen this systematic approach for its usefulness to explore attitudes and experiences of stakeholders
(e.g. normative understanding and valuation of barriers).
First the research questions were translated into a PICO
scheme (population, intervention, comparison and outcome), see Table 1 below.
As Population adults with SMI, family and professionals were distinguished. For Intervention we formulated family-involvement (broadly defined). Comparison
was not specified, and could be any or none. Outcome
was described as barriers and challenges experienced
from various perspectives. The second step was to build
search components to develop our search strategy. We
formulated three ‘search blocks’: 1) SMI, 2) FI, and 3)
barriers and challenges (see additional file for a detailed
Table 1 Population, intervention, comparison and outcome (PICO)
• Population: persons with SMI, family, professionals
• Intervention: family-involvement
• Comparison: any or none
• Outcome: barriers and challenges from various perspectives
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description of our search strategy). As the next step,
relevant search terms and synonyms were formulated
and added to the blocks. The fourth step was selecting
relevant information sources. Computerized databases
that were searched were Medline/Pubmed, Cinahl, PsychInfo and Web of Science. The Boolean operator ‘OR’
was used within each block, while ‘AND’ was used to
combine the three blocks in the search. After the search
was executed and the retrieved results were collected
into a reference management tool (Endnote), duplicates
were removed and titles and abstracts were screened on
relevance to the research question.
Inclusion/exclusion criteria

Papers were included if they contained primary studies
(any design) were published in peer-reviewed journals,
abstracts were available, and were written in English. Our
target group was adults experiencing SMI and receiving
support from mental healthcare organizations. We excluded studies that addressed the domains of child psychiatry, forensic psychiatry or geriatric psychiatry. We did
not set any year limits in our search. The studies varied in
topics, content and research methods, but all included
empirical results about barriers to FI in regard to care and
treatment for persons with SMI. Methods of data collection in the studies varied from quantitative to qualitative
approaches as well as mixed-method studies and included:
in-depth interviews, quantitative assessment interviews,
focus groups, document analysis, questionnaires and
surveys. Only barriers presented in the result sections of
the studies were included (not barriers, which were only
mentioned in the introduction of discussion sections).
Systematic reviews that addressed barriers regarding FI
were not included because none had used our analytic
approach and thus did not provide information about
what types of barriers were reported by which stakeholder. However, we checked the identified systematic
reviews in order to see whether we had missed relevant primary studies.
Data extraction

The reference list of the papers retrieved by the electronic search in the databases contained 1177 hits. Hand
searches and snowballing did not add new papers to the
list. The first author (EL) screened all titles and abstracts
manually after duplicates were excluded (n = 907). If in
doubt the publication was included for further evaluation. This resulted in a selection of 258 potentially
relevant studies. This second list was screened based on
the titles/abstracts by the first author (EL), as well as the
other authors (BM, MHH, RP). While the first author
reread all the 258 titles/abstracts, the other authors
divided the titles/articles between them and read the
titles/abstracts of ‘their’ articles independently of the
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first author. In the cases where one or two of the
authors either considered the article as possibly relevant
to include for full-text review or was in doubt, the fulltext was retrieved. This resulted in 117 full-text articles,
which were then all scrutinized by the first author, while
the other authors independently read and evaluated 1/3
of the full text papers each. Finally, 33 articles were
included in this review Fig. 1.
Grouping barriers

Analyzing the included articles, we sorted the barriers
according to the three main stakeholder perspectives.
Assuming that understanding differences in perspectives
on barriers for FI among the stakeholders is important
to succeed with FI, we decided to continue using this
so-called ‘stakeholder approach’ to identify what was at
stake for whom and detect possible domains wherein
(moral) tensions could arise. The barriers of the identified studies were therefore grouped according to which
stakeholder reported which barrier, in order to develop
insights into which types of barriers were experienced
by whom. The authors discussed how the reported
barriers could be grouped and placed under which type
of barrier (presented in Table 2). After that, the types of
barriers reported by the different stakeholders were
compared to distinguish similarities and differences
between the stakeholders’ perspectives.
Some studies addressed more than one stakeholder
perspective. If it was clearly specified which stakeholder
addressed which barriers it was listed in the table of
barriers. If two or more stakeholders expressed barriers,
we listed them in more than one stakeholder group.

Results
Thirty-three studies were included in the review [18–50].
Eight studies included barriers that were addressed by persons with SMI [18–24]. Eleven studies reported barriers
that were addressed from the family perspective [21, 22,
24–32]. Twenty-five studies reported on barriers experienced by professionals [14, 19, 21, 22, 24–26, 33–50]. Ten
studies encompassed more than one stakeholder perspective, of which seven involved all stakeholder groups
[19, 21, 22, 24, 25, 28, 42], one included persons with SMI
and the family perspective [23] and two involved the
professional and family group [26, 37]. Twenty-three studies included only one stakeholder perspective, most often
the professional perspective. Sixteen studies reported only
the perspectives of professionals [33–36, 38–41, 44–50].
Five studies reported only the perspectives of family
[27, 29–32] and two studies reported only on the perspectives of persons with SMI [18, 20].
Collecting the barriers addressed by the different
stakeholder groups resulted in a categorization of 5 types
of barriers. Three types of barriers were related to a
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Fig. 1 Flow diagram of the search strategy

specific stakeholder group as type that is [1–3] persons with SMI, family and professionals. Additional
types were 4) barriers related to the organization of
care, and 5) barriers that refer to culture and paradigms (see Table 2).
In the following, we present the types of barriers
and how the different stakeholders experience and
perceive them. The barriers experienced by the various stakeholders often relate to and influence each
other. Stigma, for example, may influence the person
with SMI to not wanting to burden their families. For
each type of barrier, we describe specific aspects of
the findings more in-depth to illuminate explicit differences and/or similarities in the perspectives of the
various stakeholder groups.
Barriers related to the persons with SMI

Persons with SMI describe having own concerns about
FI. They mention privacy concerns, low expectations of
positive outcomes of FI, worries about becoming
stressed by FI, concerns about causing (more) family
burdens, or not getting along with family [18–21].
Families address barriers related to persons of SMI as
well. They report worries about dishonesty of persons
with SMI [24], and that some phases of the mental
illness could hinder FI, for example a manic episode
[22]. Professionals address lack of patient consent for FI

as barrier [35, 39–42]. The legal rules on confidentiality
generally require that the professionals ask for consent
from the patient before patient information may be
shared with the family. Professionals also reported confidentiality as a barrier in itself [21, 22, 35, 36, 39], even in
cases where the person with SMI has given permission
to FI [39]. Professionals, like families, considered the
mental illness of the patient as possible barrier for FI,
for example in case of paranoia or aggressive behavior
towards families [37, 43, 44].
The overview of ‘persons with SMI’ as type of barrier
illustrates that there are differences in perspectives in
whether and how privacy and confidentiality are experienced as barrier. Both persons with SMI and family
address a need for own privacy. Persons with SMI express concerns that they want to keep certain issues
from their families [18–21], and/or do not want to share
family issues with professionals. Families might not want
to share family secrets [26, 28]. Professionals report own
concerns regarding the privacy and confidentiality of the
person with SMI in case of FI [21, 22, 35, 36, 39]. Professionals consider confidentiality concerns a reason not to
initiate FI as it could cause difficulties [22]. Especially in
cases where persons with SMI are not consistent over
time in their consent for sharing information [39], it is
often unclear to professionals which information can be
shared. Yet, even when persons with SMI consent to FI,

Addressed by
stakeholder
perspectives

Dishonesty of clients (24)
Mental illness (22)

Family

Barriers related to
the professional

Protective attitudes (21) Discomfort
regarding fellow families (26) Low
expectations of effect (26, 27)
Responsibilities of/in families
(21, 26) Roles in families (21)
Need for privacy (28)

Difficulty matching the families’
schedules (18)

Barriers related to the
organization of care

Low expectations of effect (33, 34)
Motivating persons with SMI (35)
Lack of competence (35–37) Lack
of experience (21, 24, 26, 38)
Sustainability of training (52)
Inter-professional struggles (36)

Lack of time (19, 21, 22, 33, 34,
36, 40, 41, 44–46, 50) Logistical
barriers (24–26, 36, 38, 40, 41,
45, 46) Priority settings (33, 34,
36, 43–45) Background
expertise (34)

Lack of recognition (24, 25, 28–31) Lack of resources (24, 28)
Strong emphasis on confidentiality
(24, 29, 31)
Imposed responsibilities (31)
Professionals knows best (22, 28)

Professionals do not offer
Unavailability of families (18, 23)
Loss of role in families (21–23)
the opportunity (18)
Misunderstandings of families
Disrespect (25)
regarding illness/treatment (23, 24)

Barriers related to the family

Profes-sionals Confidentiality (21, 22, 35, 36, 39) Lack of ‘suitable’ families (19, 34,
Lack of consent (35, 39–42)
37, 41, 43, 45–47) Families not
Mental illness (37, 43, 44)
wanting to get involved (24,
40–42, 47) Difficult relationship
between person with SMI and
the family (37, 43, 48) Overinvolvement of families (43, 49)
Lack of competence in families
(26, 33, 41, 49) Families’ attitudes
(43) Burden for families (25, 40, 41)
Power issues (22)Different cultural
backgrounds of families (25, 49)

Privacy concerns (18–21) Low
expectations of beneficence (18)
Preventing own stress (21, 22)
Concerns about burdening the
family (18, 19, 21)
Not getting along with the
family (18)

Barriers related to
persons with SMI

Persons
with SMI

Types of barriers →

Table 2 Scheme of barriers –addressed by persons with SMI, families and professionals

Medical paradigm (22, 43,
50) Management attitudes
(24, 40, 46) Stigma (25, 33,
49) Past experiences (43)
Language (22)

Stigma (24, 25, 32) Racial
issues (24) Pre-existing
worldviews (22)

Stigma (24, 25)
Language (25)

Barriers related to the
culture- paradigm
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professionals sometimes express concerns about what
kind of information to share with families, especially
when family relations are experienced as tense [39].
Therefore, even with consent, confidentiality is experienced as challenging in the context of FI.
Barriers related to the family

Persons with SMI who address barriers related to the
family encompass families not being available or unwilling to get involved [18], families who don’t understand
the illness or find the illness difficult to accept [23, 24].
In several studies, persons with SMI report concerns
regarding the negative consequences FI might have on
their position and status within the family [21–23]. Families’ own concerns to FI include; not wanting to be
involved, concerns about own privacy, wanting their
discussions about care to be kept confidential from the
persons with SMI [28], and experiencing discomfort
when participating in group sessions with fellow families
[26]. Also families report they do not want to intrude on
the professional-patient relationship [21]. They mention
low expectations regarding their own involvement as
possibly helpful [26, 27], and report worries about
whether they are the best person in the family to get
involved [21]. Conflicts between work and other (family) commitments are reported as barriers for FI as
well [21, 26]. Professionals report, repeatedly, that they
experience difficulties in finding ‘suitable’ families for
involvement, varying from persons with SMI who do not
have ‘supportive’ family, to families interfering negatively
with treatment [19, 34, 37, 41, 43, 45–47]. Families are
considered a barrier if they are over-involved [43, 49] or
lacking competence about mental illness or communication skills [26, 33, 41, 49]. Furthermore, professionals experience that families do not want to get involved [24, 33,
40–42, 47]. Next, concrete burdens of FI for the families
or the wish to protect families against new or additional
burdens are considered a barrier to FI [25, 40, 41].
Additional barriers are related to power-issues between
families and professionals (regarding who knows best what
is best for the person with SMI [22]) and/or families
having a different cultural background [25, 49].
This second type of barriers; ‘family’ indicates similarities and differences in how stakeholders experience
each other as reliable. Professionals report difficulties
in finding ‘suitable’ families. Persons with SMI express
worries that FI could jeopardize their autonomy
within their families and can be afraid that FI may
cause misunderstandings regarding their illness within
their families [21–23]. Families themselves do not
mention being unsuitable for FI explicitly. They
experience often a lack of recognition and respect
from professionals as main barrier for FI, which is
described in the next paragraph.
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Barriers related to the professional

Only a few studies describe barriers related to professionals from the perspective of persons with SMI. One
study reports that persons with SMI experience that professionals do not offer FI [18]. Another study, exploring
perspectives of Latino-American persons with SMI report that professionals were hindering FI [25]. The
majority of the studies that include family perspectives
address barriers related to the professionals [22, 24, 25,
28–31]. Almost all report experiences of lack of recognition, respect and basic courtesy from professionals as
large barriers to FI [24, 25, 28–31]. Families experience
too much emphasis on confidentiality by professionals,
which hinders FI when they are denied valuable information [24, 31]. Also the assumption of professionals
that families should assume responsibilities for care for
their relative without getting proper support is reported
[31], as well as experiences of power struggles regarding
who knows what is best for the person with SMI
[22, 28]. Professionals report various barriers related
to own concerns, e.g. insecurities and doubts regarding
their own competence [35–37], as well as lack of experience [21, 24, 26, 36, 38]. One study describes poor sustainability of skills learned in training, and missing specialized
background expertise [34]. For example, they find it difficult to deal with the emotions of families, and do not
know how to deal with family issues. Also, professionals
report they had low expectations of positive outcomes [33,
34], find it hard sometimes to motivate persons with SMI
to participate [35], and found inter-professional struggles
regarding which of the professionals should take the lead
in FI [36].
In this overview of the ‘professional’ as type of barrier,
it appears there are differences in expectations of roles
and responsibilities. First, several studies report that
professionals experience it as difficult themselves to
determine what kind of role (responsibility) they have
regarding families [21, 38] or which kind of professional
(e.g. a psychiatrist, nurse or social worker) should take
the lead [36]. At the same time, families expect more
respect and support from professionals and lack recognition of their expertise and knowledge, which indicates
they expect more involvement then professionals provide. Several studies report power struggles between
professionals and families as barriers [21, 22, 28].
Second, professionals address themselves that they lack
the skills, competence and experience to involve families
[21, 24, 26, 35–38]. All these aspects illustrate that roles
and responsibilities of the professional regarding FI are
not straightforward and causes frictions. Besides, professionals frequently report that they do not experience
support from their workplace to organize FI, which is
described under the barrier related to the organization
of care described below.
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Barriers related to the organization of care

Persons with SMI report a lack of flexibility of the
organization of care to meet the schedules of families
[18]. Barriers regarding the organization, described by
family, include lack of available resources to realize FI,
such as lack of time, locations to meet and lack of
integration across different settings [24, 28]. Professionals address barriers related to the organization on
a large scale. They report a lack of time to conduct
FI [19, 21, 22, 33, 34, 36, 40, 44–47, 50], logistical
barriers [24–26, 36, 38, 40, 41, 45, 46], and difficulties
prioritizing FI in the organization [33, 34, 36, 43–45].
With the overview of this type of barrier, it becomes
clear that the organization is not always experienced as
supportive by all stakeholder perspectives in facilitating FI.
Especially for professionals this causes concerns to what
extent FI should be prioritized [30, 33, 34, 36, 43–45].
Professionals experience difficulties regarding the integration of FI with other responsibilities and tasks. Many
reports of professionals refer to lack of time, having too
many other demands, or no financial incentives as barriers
to FI [19, 21, 22, 33, 34, 36, 40, 44–47, 50]. However, lack
of time and resources to FI could also relate to lack of
competence and skills among professionals (see above) or
to the culture and paradigms (see below) among mental
health care professionals.
Barriers related to the culture-paradigm

Persons with SMI report stigma as barrier within their
cultural context [24, 25]. Stigma and prejudices towards
SMI hinder persons with SMI from involving others,
such as family and friends. Language may hinder FI too,
according to one study that included Latino-American
persons with SMI [25]. Families also report stigma as
barrier to FI [22, 24, 25, 32]. Professionals describe
stigma as barrier as well, especially related to families
with other cultural backgrounds [25, 33, 49]. Besides
stigma, professionals report the medical paradigm as
barrier [22, 43, 50]. Within the context and medically
driven culture, there is a very strong focus on the individual patient, while families and social networks are
generally perceived as secondary, and therefore often
not included or prioritized in treatment [22]. Professionals also report management attitudes being unsupportive of FI [24, 40, 46]. Furthermore, professionals
mention the influence of past experiences in one study
[43], and that the technical language of professionals
might not correspond to the language of families [22].
This overview of barriers illustrate that stigma is a
barrier that is expressed as a concern by all the three
stakeholders [24, 25, 32, 33, 49]. Stigma is a difficult
concept to grasp as it can have different meanings for
different stakeholders. In general, we assume that
barriers of stigma addressed by the stakeholders express
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the fear of negative consequences of FI, such as exclusion from communities, and therefore hinders FI. This
leads to the question how to reduce and cope with a
context that is experienced as stigmatizing; how to
empower families and persons with SMI to cope with
stigma but also how to educate the public about SMI to
reduce prejudices.

Discussion
This review used a scoping review methodology in an
innovative way by focusing on how various stakeholders
conceptualize, perceive and understand barriers for family involvement (FI). We reported about the perspectives
of three stakeholder groups: e.g. persons with SMI, their
family and the professionals. In comparing the different
stakeholder-perspectives on barriers for FI, we discovered similarities and differences regarding five main
types of barriers. In analyzing and comparing the various
stakeholder descriptions of barriers within each type of
barriers, we discovered that the different stakeholder
groups often have different perspectives and interests,
and sometimes share the same presuppositions and experiences. For example, barriers related to persons with
SMI, mainly centralized around the question how to
handle confidentiality. While all stakeholders reported
this as barrier to FI, they varied in how they experienced
it as barrier and their perspectives on how the needs for
confidentiality and privacy ought to be dealt with in
practice. Second, the reported barriers related to families
revealed a lack of trust between stakeholders. Perspectives correspond in experiencing distrust towards the
other. Thus, a central question is how to develop mutual
trust and understanding. In addition, the third type of
barriers, related to professionals, illuminated the need
for clear roles and responsibilities for all stakeholders.
Especially professionals themselves were not sure what
is expected of them regarding FI. Fourth, barriers related
to the organization of care, illustrated that all stakeholder perspectives acknowledged practical difficulties in
how to realize FI. They all missed clear guidance of the
organization how much priority should be given to FI.
However, our impression is that the families and also
partly the person with SMI, give higher priority to FI
than the professionals. Regarding the fifth type of
barriers, the culture and paradigm of mental health care,
all stakeholders acknowledged stigma as major hindrance for FI. The dominating paradigms – which often
pay less attention to relational approaches and social
networks- were also reported as an important barrier.
In the following, we will compare our findings with previous reviews on the topic of barriers regarding FI and discuss if and how our results add new insights to the debate
why FI has not developed into a common practice in mental healthcare [2, 3]. A commonly recognized difficulty to
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implement evidence-based research into practice is that
implementing new interventions often take much time.
They require changes in working routines that are often
confronted with resistance and challenges [51]. Translating research evidence into every day work is recognized as
difficult [52]. Evidence of the beneficence of FI first needs
to be believed by all participants involved. In the overview
of barriers it is reported that stakeholders have low confidence in that FI can be helpful (persons with SMI [18];
family [26, 27]; professionals [33, 34]), which could explain
the low uptake of FI. Several systematic reviews that have
specifically looked into studies addressing barriers that
hinder FI in practice, aligned with this conclusion. Mairs
& Bradshaw [14] concluded that there was a lack of trust
upon professionally developed and facilitated approaches.
Eassom et al. [13] concluded that ‘top-down’ support and
training in working with families is necessary but not sufficient, and advised that concerns such as privacy, power
relations and fear of negative outcomes should be openly
explored together in the triad including the patient, the
family and the professionals. The findings of our review
add to this debate in that it can give directions that are
more specific in how to deal with barriers to FI. One main
finding that emerged through this analytic approach is
that differences in whether and how barriers are perceived
can be in itself a barrier. If stakeholders do not talk about
the barriers or about the differences in how they perceive
barriers it is difficult to know about each other’s concerns.
The thematic analysis of the barriers specifying how the
various stakeholders experience the barriers deepens our
understanding of how even the same barriers can have
different interpretations.
Our findings illustrate that none of the stakeholders
are neutral or passive participants. From all perspectives,
barriers and conflict of interests are experienced. All
stakeholders have own values and norms (either professional and/or personal) and interests that might cause
specific barriers. To deal with these barriers in FI, this
should be openly negotiated from the start of and during
FI and discussed between the stakeholders as an inherent part of any FI intervention. Stakeholders should
negotiate from the start and during FI how to deal with
confidentiality and privacy. They could for example
develop explicit agreements on which information could
be shared and what should stay confidential and regularly mutually discuss if it works well for them. Second,
how to create a context of mutual trust should be taken
into account. Third, mutual responsibilities in FI should
be openly discussed. The role of the professional should
not to be a neutral facilitator, for example by giving
systematic therapy to families, but should be recognized
as one of the parties that has its own values and interests
as well. Fourth, the importance and prioritization of
FI has to be addressed and finally, awareness of the
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influence of stigma is relevant to empower families
and persons with SMI to cope with those challenges.

Strengths and limitations
In this scoping review, we specifically used the search methodology of Droste et al, to analyze different stakeholder perspectives on barriers. This innovative approach of reviewing
abled us to compare different presuppositions and perceptions and distinguish domains wherein (moral) tensions
may rise. It illustrates that different stakeholders experience
differences in barriers and those differences can be a barrier
in itself (addressing different moral domains). A major
strength of this review is therefore that this methodology
offered new insights in the (moral) complexities of FI.
One limitation is that the literature search was restricted to the English language, and therefore might
have missed studies published in other languages. Second, the definitions of stakeholders were not formulated
in a strict sense. We followed the definitions of the studies in how they used this ordering. What counts as family, for example, is open for debate. It could be argued
that if family is not involved in the lives of the persons
with SMI, or acknowledged as ‘important other’ for the
person with SMI, it should not be counted as family.
These nuances could not be extracted from the studies
that used the stakeholder perspectives in their data.
However, we are confident that the stakeholder perspectives represent barriers that spring from their roles,
values and interests. Third, studies that include persons
with SMI and families require voluntary cooperation of
these stakeholders. Therefore, findings are possibly
biased, as not all persons with SMI and families would
want to participate in research. Many of the included
studies describe the study limitation that their findings
might have limited generalizability. Fourth, the studies
included in the review covered a period of more than
two decades (1993-2015). It is possible that (moral) attitudes and perspectives have changed during that period
and different barriers might be experienced between
then and now. We did not specifically focus on the
historical context and moral backgrounds of the studies
in our analysis but it would be an interesting topic to
follow up and to further deepen the findings.Fifth, we
did not specifically address the quality of the studies and
the methodologies used therein, as we were searching
for any possible barriers that described by the different
stakeholder groups, rather than to assess the quality or
validity or the results (e.g. to make it possible to
compare outcomes of intervention studies)
Conclusions
Our review is novel compared to existing literature on
this topic in that it reveals differences in stakeholder
perspectives regarding which barriers are experienced
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and how they are experienced. It also clearly reveals that
different stakeholders have different conceptions, presuppositions, interests, motives and expectations regarding
FI, and regarding the others involved, due to their specific
context, experiences and backgrounds. These differences
can be a barrier in itself if the stakeholders do not talk
about the barriers and acknowledge the possible differences in how they perceive barriers. Awareness of how
barriers are experienced by stakeholders is important to
understand the actual dynamics that hinder the uptake
and quality of FI and to foster critical reflection regarding
the barriers. For example, further investigation regarding
the barrier of the lack of time experienced by professionals
may illuminate a relationship with lack of resources, lack
of competencies or lack of priority within the dominating
paradigm or in the organization, which again may influence the perception of roles and responsibilities.
To deal with barriers to FI a dialogical approach is
required, in any FI intervention that stimulates explicit identification and discussion of the various barriers, perceptions and interests. It should include all
stakeholders in concrete situations to foster mutual
understanding, better collaboration and balancing of
possible conflicts of interest.

Recommendations
We recommend a continuous dialogue between the
stakeholders from the start – in any FI intervention - to
discuss how they perceive FI and what they experience
as barriers. In practice, explicit identification of all barriers, their meanings, related presuppositions, underlying
values and ideals should be scrutinized. If not, stakeholders may remain ‘worlds apart’.
Explicit identification requires an open attitude towards the other. Specific methods that take into account
various conceptions and norms regarding FI, such as
moral case deliberation and systematic ethics reflection
can be beneficial to find ways to bridge and overcome
the differences. Further research in how to use these
methods most optimal in the context of FI is recommended. Research should specifically address how these
methods can address the questions illuminated in the
analyses of this review, e.g. 1) how to handle confidentiality and privacy, 2) the need for mutual reliability, 3)
clarification of roles and responsibilities, 4) which priority to give FI, and 5) the influence of stigma. To stimulate the use of FI in practice, further research could
contribute with developing blueprints and strategies to
facilitate the dialogue in triad.
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Additional file 1: Detailed description of the search strategy. (DOCX 15 kb)

Page 9 of 10

Abbreviations
FI: Family involvement; SMI: Severe mental illness
Acknowledgements
We would like to thank Kristin Weaver for editing the manuscript.
Funding
EL and MHM’s contribution were financed by the European Union Seventh
Framework Programme (FP7-PEOPLE-2013-COFUND) under Grant agreement
no 609020 – Scientia Fellows.
Availability of data and materials
A detailed description of the search strategy is presented in the additional
file 1. The included articles can be found in the manuscript.
Authors’ contribution
All co-authors designed and planned the review approach together. EL
coordinated the scoping review and performed the search strategy after
consulting with all authors about the content of the PICO scheme. EL performed
the first selection of the hits (screening the abstracts on inclusion criteria) after
which all authors participate in reading equal portions of the abstracts and
discussed the inclusion of those studies with EL. Next, the selected articles were
evaluated full-text by EL while BM, MHH and RP divided the articles in equal
portions for full-text review. The included articles were analyzed by EL while BM,
MHH and RP added the analysis scheme by adding labels that were missing. EL
was the main person responsible for the first draft of the paper after which BM,
MHH and RP participated in adding and revising the manuscript. All authors gave
final approval of the manuscript.
Competing interests
The authors declare that they have no competing interests.
Consent for publication
Not applicable.
Ethics approval and consent to participate
Not applicable.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.
Author details
1
Center for Medical Ethics, Institute of Health and Society, Faculty of
Medicine, University of Oslo, P.O. Box 1130, Blindern, Oslo, NO 0318, Norway.
2
Department of Medical Humanities, VU University Medical Center,
Amsterdam, The Netherlands.
Received: 18 September 2016 Accepted: 31 March 2017

References
1. Szmukler GI, Bloch S. Family involvement in the care of people with
psychoses. An ethical argument. Br J Psychiatry. 1997;171(5):401–5.
2. Pharoah F, Mari J, Rathbone J, Wong W. Family intervention for schizophrenia.
The Cochrane database of systematic reviews. 2010(12):Cd000088.
3. Lucksted A, McFarlane W, Downing D, Dixon L, Adams C. Recent
developments in family psychoeducation as an evidence-based practice.
J Marital Fam Ther. 2012;38(1):101–21.
4. Lincoln TM, Wilhelm K, Nestoriuc Y. Effectiveness of psychoeducation for
relapse, symptoms, knowledge, adherence and functioning in psychotic
disorders: a meta-analysis. Schizophr Res. 2007;96(1-3):232–45.
5. Alison M, Heru MD. Family Psychiatry: From Research to Practice.
Am J Psychiatr. 2006;163(6):962–8.
6. Macleod SH, Elliott L, Brown R. What support can community mental health
nurses deliver to carers of people diagnosed with schizophrenia? Findings
from a review of the literature. Int J Nurs Stud. 2011;48(1):100–20.
7. Lobban F, Postlethwaite A, Glentworth D, Pinfold V, Wainwright L, Dunn G,
et al. A systematic review of randomised controlled trials of interventions
reporting outcomes for relatives of people with psychosis. Clin Psychol Rev.
2013;33(3):372–82.

Landeweer et al. BMC Health Services Research (2017) 17:349

8.

9.
10.
11.

12.

13.

14.
15.
16.
17.

18.

19.

20.

21.

22.

23.

24.
25.

26.

27.

28.

29.

30.

31.
32.

Pulice RT, McCormick LL, Dewees M. A Qualitative Approach To Assessing
The Effects Of System Change On Consumers, Families, And Providers.
Psychiatr Serv. 1995;46(6):575–9.
Brand U. European perspectives: a carer’s view. Acta Psychiatr Scand. 2001;
104:96–101.
Falloon IR. Family interventions for mental disorders: efficacy and
effectiveness. World Psychiatry. 2003;2(1):20–8.
Wallcraft J, Amering M, Freidin J, Davar B, Froggatt D, Jafri H, et al.
Partnerships for better mental health worldwide: WPA recommendations on
best practices in working with service users and family carers. World
Psychiatry. 2011;10(3):229–36.
Marshall TB, Solomon P. Releasing information to families of persons
with severe mental illness: a survey of NAMI members. Psychiatr Serv.
2000;51(8):1006–11.
Eassom E, Giacco D, Dirik A, Priebe S. Implementing family involvement in
the treatment of patients with psychosis: a systematic review of facilitating
and hindering factors. BMJ Open. 2014;4(10):e006108.
Mairs H, Bradshaw T. Implementing family intervention following training:
what can the matter be? J Psychiatr Ment Health Nurs. 2005;12(4):488–94.
Levac D, Colquhoun H, O'Brien KK. Scoping studies: advancing the
methodology. Implement Sci. 2010;5(1):69.
Walker MU. Moral Understandings. In: A Feminist Study in Ethics. 2nd ed.
New York: Oxford University Press; 2007.
Droste S, Dintsios CM, Gerber A. Information on ethical issues in health
technology assessment: how and where to find them. Int J Technol Assess
Health Care. 2010;26(4):441–9.
Murray-Swank A, Glynn S, Cohen AN, Sherman M, Medoff DP, Fang LJ, et al.
Family contact, experience of family relationships, and views about family
involvement in treatment among VA consumers with serious mental illness.
J Rehabil Res Dev. 2007;44(6):801–11.
Cohen AN, Glynn SM, Hamilton AB, Young AS. Implementation of a
Family Intervention for Individuals with Schizophrenia. J Gen Intern
Med. 2010;25:32–7.
Cohen AN, Drapalski AL, Glynn SM, Medoff D, Fang LJ, Dixon LB.
Preferences for family involvement in care among consumers with serious
mental illness. Psychiatr Serv. 2013;64(3):257–63.
Peters S, Pontin E, Lobban F, Morriss R. Involving relatives in relapse
prevention for bipolar disorder: a multi-perspective qualitative study of
value and barriers. BMC Psychiatry. 2011;11:172.
Chatzidamianos G, Lobban F, Jones S. A qualitative analysis of relatives',
health professionals' and service users' views on the involvement in care of
relatives in Bipolar Disorder. BMC Psychiatry. 2015;15(1):228.
EnglandKennedy ES, Horton S. "Everything that I thought that they would
be, they weren't:" Family systems as support and impediment to recovery.
Soc Sci Med. 2011;73(8):1222–9.
Rose LE, Mallinson RK, Walton-Moss B. Barriers to family care in psychiatric
settings. J Nurs Scholarsh. 2004;36(1):39–47.
Hackethal V, Spiegel S, Lewis-Fernandez R, Kealey E, Salerno A, Finnerty M.
Towards a cultural adaptation of family psychoeducation: findings from
three latino focus groups. Community Ment Health J. 2013;49(5):587–98.
Petrakis M, Bloom H, Oxley J. Family perceptions of benefits and barriers to
first episode psychosis carer group participation. Soc Work Ment Health.
2014;12(2):99–116.
Biegel DE, Shafran RD, Johnsen JA. Facilitators and barriers to support group
participation for family caregivers of adults with mental illness. Community
Ment Health J. 2004;40(2):151–66.
Cree L, Brooks HL, Berzins K, Fraser C, Lovell K, Bee P. Carers' experiences of
involvement in care planning: a qualitative exploration of the facilitators
and barriers to engagement with mental health services. BMC Psychiatry.
2015;15:208.
McCann TV, Lubman DI, Clark E. Primary caregivers' satisfaction with
clinicians' response to them as informal carers of young people with firstepisode psychosis: a qualitative study. J Clin Nurs. 2012;21(1/2):224–31. 8p.
Outram S, Harris G, Kelly B, Bylund CL, Cohen M, Landa Y, et al. 'We didn't
have a clue': Family caregivers' experiences of the communication of a
diagnosis of schizophrenia. Int J Soc Psychiatry. 2015;61(1):10–6.
Hungerford C, Richardson F. Operationalising Recovery-oriented services:
The challenges for carers. Adv Ment Health. 2013;12(1):11–21.
Drapalski AL, Marshall T, Seybolt D, Medoff D, Peer J, Leith J, et al. Unmet
needs of families of adults with mental illness and preferences regarding
family services. Psychiatr Serv. 2008;59(6):655–62.

Page 10 of 10

33. Kaas MJ, Lee S, Peitzman C. Barriers to collaboration between mental health
professionals and families in the care of persons with serious mental illness.
Issues Ment Health Nurs. 2003;24(8):741–56.
34. Kavanagh DJ, Piatkowska O, Clark D, O'Halloran P, Manicavasagar V, Rosen A,
et al. Application of cognitive-behavioural family intervention for
schizophrenia in multidisciplinary teams: What can the matter be? Aust
Psychol. 1993;28(3):181–8.
35. Nilsen L, Norheim I, Frich JC, Friis S, Rossberg JI. Challenges for group
leaders working with families dealing with early psychosis: a qualitative
study. BMC Psychiatry. 2015;15:141.
36. Blomqvist M, Ziegert K. 'Family in the waiting room': A Swedish study of
nurses' conceptions of family participation in acute psychiatric inpatient
settings. Int J Ment Health Nurs. 2011;20(3):185–94.
37. Gall SH, Atkinson J, Elliott L, Johansen R. Supporting carers of people
diagnosed with schizophrenia: evaluating change in nursing practice
following training. J Adv Nurs. 2003;41(3):295–305.
38. Ruffolo MC, Capobianco J. Moving an evidence-based intervention into
routine mental health care: a multifaceted case example. Soc Work Health
Care. 2012;51(1):77–87.
39. Chen FP. A fine line to walk: case managers' perspectives on sharing
information with families. Qual Health Res. 2008;18(11):1556–65.
40. Beecher B. Mental health practitioners' views of the families of individuals
with schizophrenia and barriers to collaboration: a mixed methods study.
J Fam Soc Work. 2009;12(3):264–82. 19p.
41. Kim HW, Salyers M. Attitudes and Perceived Barriers to Working with
Families of Persons with Severe Mental Illness: Mental Health Professionals'
Perspectives. Community Ment Health J. 2008;44(5):337–45.
42. Tompson MC, Rea MM, Goldstein MJ, Miklowitz DJ, Weisman AG. Difficulty
in implementing a family intervention for bipolar disorder: the predictive
role of patient and family attributes. Fam Process. 2000;39(1):105–20.
43. Weimand BM, Sallstrom C, Hall-Lord ML, Hedelin B. Nurses' dilemmas
concerning support of relatives in mental health care. Nurs Ethics. 2013;
20(3):285–99.
44. Magliano L, Fiorillo A, Fadden G, Gair F, Economou M, Kallert T, et al.
Effectiveness of a psychoeducational intervention for families of patients
with schizophrenia: preliminary results of a study funded by the European
Commission. World Psychiatry. 2005;4(1):45–9.
45. Outram S, Harris G, Kelly B, Cohen M, Bylund CL, Landa Y, et al. Contextual
barriers to discussing a schizophrenia diagnosis with patients and families:
need for leadership and teamwork training in psychiatry. Acad Psychiatry.
2015;39(2):174–80.
46. Bailey R, Burbach FR, Lea SJ. The ability of staff trained in family
interventions to implement the approach in routine clinical practice. J Ment
Health. 2003;12(2):131–41.
47. Fadden G. Implementation of family interventions in routine clinical practice
following staff training programs: A major cause for concern. J Ment Health.
1997;6(6):599–612.
48. Strand J, Olin E, Tidefors I. Mental health professionals' views of the parents
of patients with psychotic disorders: a participant observation study. Health
SocCare Community. 2015;23(2):141–9. 9p.
49. Park M, Chesla C. Understanding Complexity of Asian American Family Care
Practices. Arch Psychiatr Nurs. 2010;24(3):189–201.
50. Frank F, Rummel-Kluge C, Berger M, Bitzer EM, Holzel LP. Provision of
group psychoeducation for relatives of persons in inpatient depression
treatment - a cross-sectional survey of acute care hospitals in Germany.
Bmc Psychiatry. 2014;14:143. doi:10.1186/1471-244X-14-143.
51. Nicholls E, Pernice R. Perceptions of the relationship between mental health
professionals and family caregivers: has there been any change? Issues
Ment Health Nurs. 2009;30(8):474–81.
52. Grimshaw JM, Eccles MP, Lavis JN, Hill SJ, Squires JE. Knowledge translation
of research findings. Implement Sci. 2012;7(1):1–17.

