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Abstract

Background: Substantial and important benefits flow to all stakeholders, including the service user, when mental
health services meaningfully engage with carers and family members. Government policies around the world
clearly supports inclusiveness however health service engagement with family and carers remains sporadic, possibly
because how best to engage is unclear. A synthesis of currently used surveys, relevant research and audit tools
indicates seven core ways that families and carers might be engaged by health services. This study sought to
confirm, from the perspective of family and carers, the importance of these seven health service engagement
practices.

Methods: In a mixed method online survey, 134 family members and carers were asked what they received and
what they wanted from mental health services. Participants also quantified the importance of each of the seven
core practices on a 0–100 point likert scale.

Results: Almost 250 verbatim responses were deductively matched against the seven themes, with additional
unaligned responses inductively categorised. The findings triangulate with multiple diverse literatures to confirm
seven fundamental engagement practices that carers and family want from health services. Conceptually, the seven
practices are represented by two broad overarching practice themes of (i) meeting the needs of the family member
and (ii) addressing the needs of the service user.

Conclusion: Policy, clinical practice, training and future research might encompass the seven core practices along
with consideration of the intertwined relationship of family, carers and the service user suggested by the two
broader concepts.
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Background
In many western countries’, the deinstitutionalisation of
services has shifted the focus of support from hospitals to
the community, where carers and family members play a
vital role in supporting those experiencing mental health
issues [1]. Family members may provide emotional, social

and instrumental support to an individual and work col-
laboratively with services developing and delivering treat-
ments [2, 3]. In the U.S.A., 43.5 million adults were carers
of another in 2014 with 60% being female and with many
carers experiencing burden and reduced ability to work
due to their caring for a family member [4]. In 2015, 4 %
of Australians were carers of mental health service users
with 39% caring for their partner, their parent (31%) or
their child (18%) with primary carers providing an average
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of 40 h per week of care [5]. Twelve percent of those
carers were aged 15 to 24 years of age.
Involving families in health care has clear benefits for

the person receiving treatment [2, 6], can reduce the
burden often experienced by families and carers [7–9]
and address families’ social and emotional needs [10].
Governments worldwide have recognised the importance
of family and carers in policy and practice guidelines.
Policy documents include the National Institute for
Clinical Excellence guidelines for the treatment of
schizophrenia in the United Kingdom [11], the National
Guidelines on Relatives in the Health-and Care Services
in Norway [12], the PORT Guidelines in the United
States [13], the Royal Australian and New Zealand Col-
lege of Psychiatrists clinical practice guidelines for the
management of schizophrenia and related disorders [14]
and in the World Health Organisation Authority Mental
Health Action Plan 2013–2020 [15]. This paper is con-
cerned with translating these guidelines and policy docu-
ments into practice by conceptualising the fundamental
ways that family and carers might engage with and/or be
engaged by health services.
However, there can also be major negative impacts

from providing care. Hill & Broady summarise the litera-
ture in suggesting that carers can feel isolated, emotion-
ally burdened, have high levels of distress and low
personal wellbeing and sometimes feeling resentful due
to their caring role [10]. It has been suggested that
health services involving families in the care of their ill
relative is at best variable, but often poorly implemented
and inadequate [7]. In a large carer survey in the US for
example only 32% of carers were asked by “… a doctor,
nurse, or social worker … about what was needed to
care for their recipient” (p.12) and only 16% were asked
about their own needs [4]. In the UK, a 2015 survey of
family members found that less than 35% of participants
reported being taken seriously or listened to by the men-
tal health services and even fewer were provided with
the information and advice they needed [16]. Family
members frequently report a lack of involvement in
planning and often feel excluded from the treatment
process [17–19]. Others have suggested that family and
carer burden may be partly induced by being excluded
from the collaborative treatment of their loved one and
the inadequate support for their own needs [20–23]. A
crucial question concerns how should health services
collaborate with family members and carers [24]?.
Equally, most research into family engagement and in-

volvement has primarily focused on clinicians’ opinions
and experiences about working with families [23, 25–27]
and not the views of family members themselves [27].
Research from the family perspective acknowledges that
many family and carers are already partnering the ser-
vice user in their care (e.g. Weimand et al. [4, 22]) and

that this should be acknowledged by services and involve
families in decisions about care and discharge [28].
‘Family’ is used here to include those with a significant

personal relationship with the mental health service user.
This might include biological relatives, intimate partners,
ex-partners, people in co-habitation, children, friends,
those with kinship responsibilities, and others who play a
significant role in the service user’s life. References to fam-
ily may focus on the family of origin (an individual’s par-
ents and other family members) and/or family of
procreation (an individual’s children and other family
members) [29]. A carer, who does not need to be a blood
relative, is defined as “… someone who is actively support-
ing, assisting or providing unpaid care to a consumer …
having … a significant role in the life of … someone …
who has received, is receiving, or is seeking, treatment and
support from … health services.” [30] (p. 1–2). However,
the term carer has been criticised as it can convey depend-
ency and negates the reciprocal give and take relationship
that exists between some carers and the consumer [31].
Moreover, “some family members may identify themselves
as a ‘carer’ in a consumer’s1 life, others will identify more
so with the characteristic of their relationship, for ex-
ample, parent, child, partner, sibling” [30]. Additionally,
while some family members care for their relative, they do
not necessarily identify as ‘carers’ [32]. Nonetheless, ‘carer’
is a term that governments use and many subscribe to
[33]. In this paper we use both family and carer terms,
aiming to elicit information from both carers and family
about their relationships with health services.
Table 1 summarises relevant survey instruments, re-

search papers and audit tools that detail how carers and
family members might engage with or be engaged by
mental health services. To determine the core areas of
engagement with carers and families we drew where
possible on literature reviews (e.g. Foster and colleagues)
but also upon grey and research literatures that highlight
the research practice interface. This included survey in-
struments and practice audits that highlight engagement
practice with family and carers by service providers. The
first column in Table 1 highlights seven practices that
were found across many of the survey instruments, prac-
tice audit tools and research literature.

Survey instruments
Survey instruments are one way that policy and practices
have been conceptualised to capture the experiences of
carers and/or families. They are often used by services
for practice evaluation purposes, from various

1Throughout the document we have used the term ‘service user’ rather
than consumer to refer to the individual receiving health service
support for their mental health condition. At times the term consumer
is quoted from references.
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stakeholder perspectives. For example, the Australian
Carer Experience Survey [34], designed for carers, is
based on a review of the academic and grey literatures
and the National Standards for Mental Health Services
[42]. Several core practices are identified from this sur-
vey (see Table 1). Two other instruments are the UK
CUES-C, designed to measure carers’ experience across
domains that carers see as important in the care of the
service user [36] and the Family Focused Workforce
Questionnaire [35]. The latter measure has been widely
used [27, 43–47] and is designed to measure, from the
perspective of clinicians, the extent to which they en-
gaged with family members, provided support to family
members, addressed issues related to parenting with a
mental illness, provided family members with referrals
to other services and assessed the impact of the parent’s
illness on the child (again see Table 1 for relevant en-
gagement practices).

Research
From the broad research literature, the term “family fo-
cused practice” (FFP) has commonly been used by ser-
vice users, family members and carers as well as
researchers, policy makers and practitioners to oper-
ationalise the ways in which services and families and
carers might collaborate [48]. Reupert et al. [39],
employed a community participatory approach with ser-
vice users, family members (parents, children, siblings,
partners), and those that identify as carers, clinicians,
and managers, to conceptualise FFP. FFP was operatio-
nalised as genuinely communicating with family mem-
bers, engaging family members in collaborative care and
treatment planning, providing practical support to the
family, awareness raising of the issues involved with
mental illness and delivering education about mental ill-
ness to the community. Once again, these core engage-
ment concepts are summarised in Table 1. Drawing on
40 research papers conducted in adult, child and adoles-
cent mental health settings, Foster et al. [38], conducted
an integrative literature review to synthesize the under-
lying concepts of FFP. Six core practices were identified;
(i) a coordinated system of care between the family and
services, (ii) family care planning and goal setting, (iii)
providing instrumental, emotional and social support,
(iv) delivering psycho-education to family members, (v)
liaising between family and services and (vi) assessing
the needs of family members. Expanding on available re-
search literature, Goodyear et al. [37], also reviewed pol-
icy documents, interviewed senior practitioners, and
employed a Delphi approach with practitioners to oper-
ationalise family inclusive practice standards for adult
mental health services, with a particular focus on fam-
ilies where a parent has a mental illness. Standards in-
cluded acknowledging parenthood status, engaging with

family members including children, ensuring that family
members and children have input to treatment planning,
collaborating with other services, providing a strength/
risk assessment of children and providing support and
psychoeducation to family members.

Practice audit tools
Audit tools have also operationalised family and carer
engagement, with the aim to systematically examine rou-
tine clinical practices in health settings. For example, the
Think Family audit tool, designed for use in adult men-
tal health and children’s services in Northern Ireland
[41], involves identifying the presence of children and
the parenting role of service users, engaging with carers
and children, recognising the input of carers and chil-
dren into planning (e.g. risk plan), providing support
and psychoeducation to family members, collaborating
with other services when responding to the needs of
family members, and assessing the strengths and risks
for children. Similar practices are audited in the Austra-
lian Standards of Practice and Audit Tool to audit prac-
tices related to families where parents have mental
health issues [40]. Notably, the Irish and Australian audit
tools were independently conceptualised but measure
very similar practices or concepts.
The survey instruments, concepts of practice from the

research literature and practice audit tools can be syn-
thesized into a framework with seven core practices to
engage family and carers (Table 1). These include:

1. Identify and acknowledge family and carers;
2. Engage and communicate with family and carers;
3. Involve family and carers in planning/collaboration

in consumer’s treatment;
4. Assess vulnerable family member or carer’s needs;
5. Provide or offer ongoing support to family and

carers;
6. Provide psycho-education to family and carers, and
7. Provide or recommend referrals for family and

carers.

It is critical to determine if these seven core practices
align with family members and carers’ preferences and
accurately reflect the types of practices, they consider to
be important. Hence, this study sought to confirm the
applicability and importance of the seven practices from
the perspective of family and carers.
The two aims of this mixed method study were (i) to

elicit the engagement practices that family members and
carers want from mental health services and (ii), to have
carers and family quantify (rate) the importance of the
seven core practices. From these findings we sought to
determine the fundamental practices that family and
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carers want when they engage with mental health
services.

Method
Participants and recruitment
One hundred and thirty-four participants with a mean
age 34.01 years (sd 17.93 ranging from 18 to 81 years)
participated in this study. This included 11 males
(8.2%) and 121 females (90.3%) from overwhelmingly
English-speaking households (98.5%) with 26.9% sec-
ondary educated, 41.8% with TAFE or some Univer-
sity qualification and 29.9% with a University
qualification. Sixty three (47%) were family but did
not consider themselves to be in a caring role and of
the 71 (53%) who did 3 (2.2%) had been caring for
0–12 months, 28 (13.4%) 1–5 years, 22 (16.4%) 5–10
years and 28 (20.9%) 10 years and longer. The average
age of the service user was 45.54 years ranging from 6
to 81 years with 56 (41.8%) males. The service user
relationship to the participants was spouse/partner 17
(12.7%), parent 86 (64.2%) and son or daughter 25
(18.7%). Almost half of the participants indicated that
their service user had multiple diagnoses. The main
mental health problems of the service users were anx-
iety, depression, substance use and schizophrenia.
Participants were invited to participate through social

media, referral or word of mouth and directed to a dedi-
cated Facebook page that provided general information
about the study and a link to an information sheet and
the questionnaire.

Design
The study utilised a mixed method design employing
a modified version of the van Bon-Martens [49] con-
cept mapping procedure to integrate practical and sci-
entific knowledge by selecting participants with
relevant experiences, designing the questions on con-
cepts, collecting data on identification and rating of
concepts, and analysing the results from practical ex-
periences and scientific knowledge. The van Bon-
Martens procedure was chosen because it was a sys-
tematic and suitable method for integrating the ex-
perience from carers and family with scientific
knowledge from the literature.
At the start of the online questionnaire participants

completed demographic items about themselves and the
service user (see Results section for details). Participants
self-identified as family or carers by responding (Yes/
No) initially to the question Are you a family member of
the patient/consumer? Regarding being a carer they then
responded (Yes/No) Do you consider yourself a carer for
the patient/consumer? To maintain anonymity partici-
pants did not provide identifying information and con-
sent was assumed if they completed the online

questionnaire. The next part of the questionnaire con-
sisted of the two qualitative open-ended questions. It is
important to note that at this point participants an-
swered these open questions before receiving any infor-
mation on the seven identified core practices. The third
and final part consisted of the quantitative questions to
rate the importance of each of the seven core practices,
and the participant were not able to change their an-
swers on the two previous open ended questions after
they had been exposed to the seven core practices.

Ethics approval and consent to participate
All methods were carried out in accordance with rele-
vant guidelines and regulations. All experimental proto-
cols were approved by Monash University via ethics
review number 18074. Informed consent was obtained
from all participants and none were under 18 years of
age.

Data collection, instrument and data analyses
In the first instance, participants were invited to respond
to the following open question:

What have been the most important things the pa-
tient’s health service or health services workers have
done for you as a family member or carer? Please list
at least 3.

After answering they were then asked:

What other things would you have liked the patient’s
health service or health service workers to have done
for you as a family member or carer?

It should be noted that each participant was invited to
offer more than one response to these open questions.
This resulted in many more responses than there were
individuals in the study (i.e. 134 participants provided
249 responses to question 1). For this stage, data were
analysed deductively, by aligning responses to the open-
ended text to the seven themes. Responses that could
not be aligned with the seven themes were analysed in-
dependently by two of the authors, to identify potential
additional practices.
The next stage of the survey focused on the seven

family focused practices shown in Table 1 where partici-
pants were invited to rate the relative importance of
each. For example participants were asked to please indi-
cate from 0 = not important to 100 = extremely important
… (1) How important is it for health services to identify
and acknowledge carers and family of the patient (health
service user)?

Maybery et al. BMC Health Services Research         (2021) 21:1073 Page 5 of 11



Results
Qualitative responses- deductive analysis
There was a total of 249 responses to the question, ‘what
have you as a carer/family member received’ and 223 re-
sponses from the question, ‘what they would have liked
to have received’. These qualitative responses were ex-
amined independently by two authors to deductively
classify responses according to the seven family focused
practices (shown in Table 1). This sought to confirm any
or all of the seven practices and identify any additional
practices. Responses not aligned to the seven summary
practices, were qualitatively analysed by the two authors
using Braun and Clarke’s [50] six step process. This
process involves (i) data familiarisation by reading and
rereading transcripts, (ii) generating initial codes, (iii)
searching for themes amongst code patterns (iv) review-
ing potential themes in relation to the coded data and
entire data set, (v) defining and labelling themes and fi-
nally, (vi) the production of a report [50]. Braun and
Clarke’s approach is a systematic well validated approach
to qualitative analysis.
Of the 249 responses to the initial question, 157 were

classified according to the seven themes. For the second
question, 134 of the 223 responses were classified in re-
lation to the seven themes. Table 2 shows the seven
themes from the literature in column 1 and the
remaining columns illustrate the number and percentage
of responses classified from the two questions, along
with verbatim examples.
Notably, there were some discrepancies between the

two authors whose views most commonly diverged be-
tween classifying items on themes 1 and 2 and then, 5
and 7. Divergences stemmed from different interpreta-
tions of the meaning of the comment and/or in relation
to the meaning of the theme. For example, I was in
young carers, I had access to resources such as psycholo-
gists and Kept in touch with me, and Allowed space be-
tween family members, referrals and Respite care service
if required was assigned by one author to 5. Provide or
offer ongoing support to family and carers and the
other author assigning the comment to 7. Provide or
recommend referrals for family and carers.2 It was
not clear whether the health service was providing the
additional support service or referring the family/carer
to the service. The two authors acknowledge the inter-
pretation overlap but came to an agreement based on
verbatim comment classifications that were later ac-
knowledged by and agreed to by the broad author
group.

Qualitative responses- inductive analysis
Approximately one third of the responses could not be
categorised according to the seven themes. Many of
these comments 43 (17%; what have you received) and
59 (29%; what they would have liked) were focused upon
the family and carers’ views on the qualities of the treat-
ment of the service user. This focus on quality of treat-
ment included multiple subthemes related to the
treatment or service that the consumer received. These
included the importance of consistency of treatment
(case manager … ongoing … not short term); that there
be more services for consumers (provide mental health
support), be more active with the consumer (not leave
them sitting in emergency for 42 h before being seen by a
Dr.) and to provide Better treatment/services (stop pre-
scribing and providing advice in isolation) and provide
other services (e.g. arrested him, make sure that he is
showered every day and clean). Another group of items
was that carers and family members had received noth-
ing from the mental health service. Thirty-nine (16%)
comments included such things as, “I have not received
any support whatsoever from the patient’s health service
or health service workers” and “nothing nothing nothing”.
There were also a small number of responses that could
not be categorised elsewhere 10 (4%) and 7 (3%) respect-
ively. The former included some positive feedback such
as, “They are doing a great job”.

Quantitative analysis of responses
The second aim of this study was for participants to
quantify the importance of the seven core practices on a
0 (Not important) to 100 (Extremely important) scale.
Table 3 (column 2) shows the means (SD) for each with
average scores ranging from 88.70 for provide and/or
recommend referral of family members and carers to
other services to a high of 92.18 for to engage and
communicate with carers and family members of the
patient (health service user). Participants considered all
seven to be highly important practices.
In recognition of the above-mentioned disagreement

on deductive classification of responses to some of the
seven themes (i.e. 1 and 2 and 5 and 7) we then exam-
ined the quantitative responses further for relationships
between how participants had scored the seven prac-
tices. We acknowledge this to be ‘opportunistic’ but
given the mixed method data collected, it was consid-
ered conceptually important to examine the quantitative
data further. Table 3 displays the correlations between
the seven variables, showing stronger correlations be-
tween variables 1 and 2 and 5 and 7, along with rela-
tively strong correlations between item 4 with 5 and 7.
Principal component analysis [51] was then under-

taken with the seven items to determine if there was a
higher order structure to the items. Initially a Kaiser-

2During the journal process of manuscript review all quotes assigned
to the 7 practices and additional inductively assigned data can be made
available to the journal editor and reviewers.
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Meyer-Olkin test was undertaken to determine if the
data were suited for component analysis. The .78 KMO
result suggested the data were adequate and a principal
component analysis with oblique rotation was then
undertaken on the seven items. The analysis converged
in 8 iterations with a clear two component structure that
is illustrated in Table 3 by the loadings in the last two
columns with 70.01% of variance being explained by the
analysis.
Consistent with the correlation between items 1, 2, 3

and 6 loaded together as did items 4, 5 and 7 in the com-
ponent analysis. This quantitative analysis is also

consistent with the divergent view of items being classified
between themes 1 and 2 and between themes 5 and 7.

Discussion
Together the qualitative and quantitative findings from
this study support the seven family and carer engage-
ment practices identified from previous survey instru-
ments [34–36], research reviews and studies [37–39]
and file audit tools [40, 41]. Together this suggests that
these seven engagement practices are fundamental ways
that family and carers want to be engaged by mental
health services.

Table 2 Classification of responses to open questions ‘What did family/carers get and what did they want from mental health
services’ according to seven core themes

Theme What did you get? What did you want?

#
%

Examples of verbatim comments #
%

Examples of verbatim comments

1. Identify and
acknowledge family and
carers

15
6%a

Acknowledge and welcome me to the ward.
Made me feel comfortable during visitation.
Listened.

5
2%

Be more compassionate and understanding.
Listened to the family more.
To have me as a carer involved.

2. Engage and
communicate with
family and carers.

25
10%

Keeping me informed. As a carer for my mum at a
young age for a long time I wasn’t properly informed
on what was going on or what she was going
through, when this changed as I got older it helped a
lot in me being able to provide care.
Ask me about his needs and routine. Talk to me about
his progress.
Proactive communication.

32
14%

Better communications is essential.
Listen to me as his carer not ignore me.
Been more inclusive of family (sic) members & their
information & opinions & had a professional discussion
inclusive of the patient prior to discharge.

3. Involvement in
planning/ collaboration
in service user’s
treatment

9
4%

With my dad (patient) s consent- involved the family in
planning his care.
Have case conferences.
Included us in the patient’s health plans.

4
2%

Involved the family in treatment.
Respect and, information on discharge to manage
person at home.
Very important for family to have input - family see the
patient over the whole day, 7 days per week.

4. Assessment of
vulnerable family
member or carer’s needs

7
3%

Understanding the ways it affected me and asking
important questions about my safety under her care.
Ask about my mental health, due to impact of caring
role.
Looking out for the safety of me and my siblings.

9
4%

To look after me more. No one seemed to care about
how my mother’s illnesses were impacting on me
especially when I was a child.
Checked in with me regarding my own health and
wellbeing.
Suggested services that might be helpful for my own
health and wellbeing.
Care for how this was affecting me.

5. Provide or offer
ongoing support to
family and carers

66
27%

Got my younger brother and I to come in for an
appointment with his psychologist when we were
younger.
Given support to myself and my husband.
Respite care service if required

42
19%

Reassured me as a child that I wouldn’t be taken away
just because she had problems, because overall, she
wasn’t a bad mother.
More ongoing counselling services
help with supporting me to deal with my own emotions
and heart ache when my child has episodes.

6. Provide psycho-
education to family and
carers

22
9%

Helped the family with how to respond to problems my
mum
Communication re the diagnosis and treatment in
simple english avoiding medical jargon.
Support services and they were very supportive of me as
a parent and gave me lots of valuable advice to help
me manage my son.

30
13%

More education and communication about the
condition and how to care for her at home,
I would like to have met someone qualified so they
could explain to me what is happening and what are
my risks in the future for having a mental illness.
When talking in acronyms explain what it means and
not in a rushed manner.

7. Provide or
recommend referrals for
family and carers

13
5%

Linked me in with support services so I had someone to
talk to about the effects it was having on my mental
health.
Ensured that I had support/respite and explained the
next steps.
Helped me to help my son, find services.

12
5%

Providing links for other services available especially in
finance.
More respite and help in accessing what help and
services are on offer.
Offer referral for counselling.

aPercentages are calculated based upon all responses to each question (ie against 249 and 223 responses respectively)
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The qualitative analysis of unprompted participants’
comments confirmed the seven family focused practice
areas as both what carers and family had received and
what more they would have liked, from mental health
services. The provision of ongoing support to family and
carers was most commonly nominated by participants
(27% received and 19% wanted), however, all seven en-
gagement practices were highlighted by study partici-
pants as what they received and wanted from mental
health services. These qualitative data were then triangu-
lated in the second part of the study, with participants
scoring each of the seven practices as very to extremely
important engagement practices. The findings confirm
recommendations from policy in the USA from the Pa-
tient Outcomes Research Team (PORT) guidelines that
recommend support to families [13]. Likewise, these
findings confirmed psychiatry policy in Australia and
New Zealand which recommend that “… effective sup-
port for families is crucial …” for the service users men-
tal health and to reduce family burden due to the illness
[14] and the Norwegian Health Directorate in their spe-
cific development of National Guidelines on Relatives in
the Health-and Care Services [12]. When updating fam-
ily and carer policy in future, governments should
closely consider the application of these seven practices
to service provision.
The findings also highlight clear gaps in family and

carer survey instruments. For example, psychoeducation
is missing on the Carers Experience Survey [34], involv-
ing carers in planning is not represented on the FFP
Workforce questionnaire [35] and a lack of acknow-
ledgement and engagement with family and carers is

absent from the CUES survey [36]. However, the re-
cently developed file audits [41, 52] and practice stan-
dards [37] do reflect the seven core themes as do the six
key areas of literature summarised by Foster and col-
leagues in the family focused practice review [38]. The
latter are not surprising as they guided our understand-
ing of workforce practices in Table 1. Nevertheless, the
qualitative and quantitative information collected from
participants in this study support these practices as be-
ing fundamentally important. However, it needs to be
emphasized that carer and family involvement in the
support and treatment of the service user has to be on
their terms, not because they feel obliged or see the need
to address a gap that services should fill. Likewise, their
contributions should not replicate existing services but
supplement, extend and support services. Their place as
equal but different to what services can provide to ser-
vice users, needs to be acknowledged and then further
involvement negotiated.
An unexpected finding was the conceptual overlap be-

tween the seven engagement practices. This was initially
evident with the divergence of researcher opinion when
classifying verbatim content and then quantified statisti-
cally by stronger correlations between items 1, 2, 3 and
6 (see Table 3 for items) and between items 4, 5 and 7,
suggesting that those practices are conceptually similar.
The subsequent exploratory component analysis also in-
dicated two broader or higher order [51] factors. Conse-
quently, we tentatively propose that carers and family
engagement with services has two functions at a higher
hierarchical level, focused on achieving ‘benefits for the
service user’ and ‘benefits to carers/family members’ (see

Table 3 Statistics (Mean, Standard Deviation on a scale of 0 = Not important to 100 = Extremely important), Pearson correlations and
principal component loadings and variance explained for the seven themes quantitative data (n = 134)

Quantitative items
How important is it for health services to …

Mean
(SD)

Pearson Correlations Component
Loadings1 2 3 4 5 6

(1) ..identify and acknowledge carers and family members
of the patient (health service user)?

91.48
(11.71)

.89 .04

(2) ..engage and communicate with carers and family members
of the patient (health service user)?

92.18
(10.43)

.71** .93 .11

(3) ..collaborate with family members and carers in the care planning
of the patient (health service user)?

89.47
(14.16)

.53** .48** .53 −.32

(4) ..assess the strengths and vulnerabilities of family members and carers
regarding their own health including mental health and wellbeing?

90.42
(14.58)

.32** .28** .51** −.10 −.94

(5) ..provide or arrange for support to carers and family members
of the patient (health service user)?

88.88
(15.37)

.40** .46** .48** .70** .10 −.85

(6) ..educate family members and carers about the patient’s
(health service user’s) health condition?

91.22
(13.51)

.40** .42** .36** .25** .36** .62 −.08

(7) ..provide and/or recommend referral of family members and
carers to other services (including service for the carer or family
mental health)?

88.70
(15.16)

.41** .33** .39** .62** .73** .40** .05 −.84

Total 90.34
(13.68)

Variance Explained 53.51 16.50

** Significant at p > .01
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proposed structure and 7 practice definitions (modified
from Kennelly [53] in Additional file 1). Similarly, in a
qualitative survey study with 216 relatives, Weimand
et al. [20] found two broad themes, one titled “Striving
for involvement for the sake of the mentally ill person,”
which focused on relatives concerns that the service user
was involved in services, and the other “Wanting inclu-
sion for the sake of oneself”, which highlighted the need
for their own engagement in services. Likewise, these
findings suggest that at a higher conceptual level, health
service engagement with carers and family might serve
two functions, namely, providing ‘benefits for the service
user’ and providing ‘benefits to carers/family members’.
The findings also suggest that the two higher concepts
are closely connected. When services engage family
and carers services are able to provide better treat-
ment/follow-up of the service use. In turn, this may
reduce the burden of care of the service user and so,
reduce the family member’s need for support or care
regarding their own needs.
A concerning response from a minority (16%) of par-

ticipants was that they had received ‘nothing’ from the
mental health services. While concerning, it is not overly
surprising given that less than a third of carers (e.g. in
the U.S.A.) are asked about the service users or their
own needs [4] and in the UK similar numbers reported
not being taken seriously, listened to or provided with
information by the mental health services [16]. Given
that policy and guidelines, in some cases for many years
[13], have advocated for the recognition of carer and
family involvement in services, this finding suggests that
mental health services have much work to do. One solu-
tion might be that family and carer roles may need to be
clearly defined in legislation, with follow up professional
development, supervision and support. This paper gives
clear direction to governments and health services that
they enshrine these seven fundamental approaches in
their policies, and that they expect these practices from
health service provision with carers and families. The
participants in this study clearly confirmed that the
seven practices are how they would like to be engaged
by health services. Further, the tentative finding of two
higher order concepts, suggests that policy and practice
should consider both the requirements of the service
user as well as the requirements of the carer and family
members.

Strengths and limitations
There are several limitations to this research including
the modest number of self-selecting participants who
were mostly female (90.3%) and from English-speaking
backgrounds (98.5%). Broader sampling might highlight
different patterns of responses to the themes (i.e. some
carer groups may appreciate alternate specific types of

responses from services) or even suggest additional re-
sponses. These appear fruitful areas for future research.
While a strength of the study was the mixed method de-
sign, the quantitative instrument was developed by the
authors without attention to psychometric properties.
Other questions such as what practices were most help-
ful may have been better stem questions (e.g. alternatives
to importance) about the seven practices.

Conclusions and implications
The findings broadly support the seven core practices
for services and conceptually suggest two higher order
foci for attention. The future development of policy,
audit tools, carer survey instruments and service practice
measures or standards should consider these seven core
areas of practice. Future research could examine these
questions and investigate further the lower and higher
order structures suggested by the findings. Other fruitful
areas of future research might examine if these seven en-
gagement practices have application to different types of
carers/relatives (parents, children etc) and in relation to
other service user illness groups (e.g. substance prob-
lems, aged care, cancer). Finally, and arguably most im-
portantly, service users need to be asked how they want
family members and carers involved, to ascertain their
views on these seven practices.
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