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Carer; Objective: The aim of this study was to examine prior studies relating to carers’ needs from
Need; mental health services for their own wellbeing.

Mental health service Method: A systematic approach was adopted for the literature review. The databases searched
included MEDLINE, PSycINFO, EMBASE, and CINAHL, involving the use of search terms such as
carers, mental health, and needs. The search was conducted in April 2012 and updated in De-
cember 2015. In total, 40 published papers were included in the review and were subsequently
assessed for quality. For the data synthesis, a thematic analysis approach was employed to inte-
grate the quantitative and qualitative evidence relating to carers’ needs.

Results: Twenty-five of the reviewed studies were qualitative, 12 were quantitative, and 3 were
mixed. Four major carer needs emerged from the synthesis: (1) holistic wellbeing of service us-
ers, (2) holistic wellbeing of carers, (3) supportive attitudes of professionals, and (4) carer in-
volvement. All four of these needs, in fact, revolved around the carers’ ill relatives.
Conclusions: The studies reviewed suggest that while carers of people suffering from mental
illness have a range of needs, they generally fail to offer straightforward information about
their own needs.

© 2018 Elsevier Espana, S.L.U. Todos los derechos reservados.

Introduction

Carers have been defined as people who deliver unpaid care
to a family member or friend who needs support due to lim-
itations of age, physical or learning disability, or illness'.
Carers play a significant role in the treatment and support
of relatives living with an illness, including those suffering
from a mental health problem. In addition to providing
practical help and personal care, carers give emotional sup-
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port to mentally ill individuals?. It has been argued that
without carers, the cost to the social health care budget in
the UK would exceed £1.24 billion a year3.

It has been recognized that carers have specific needs
owing to their caring role, including maintaining their own
physical and mental health as well as receiving financial and
practical assistance for supporting their caregiving duties*®.
For this reason, both the UK and Australian governments
have acknowledged the roles of of carers and their right to
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receive appropriate support to care for their ill relatives’2.
There has also been recognition that more research is re-
quired to evaluate the benefits of support provision for car-
ers and to explore whether health and social care services
are meeting the needs of carers®'™. Numerous studies have
been conducted to investigate carers’ needs, but reviews of
the literature aimed at understanding their needs from
mental health services have been scarce. Furthermore,
there is inadequate literature suggesting what carers need
in terms of ensuring their own wellbeing. This review was
intended to address the following question: What does the
literature suggest about the needs of carers from mental
health services for their own wellbeing? More specifically,
the objective was to search, identify, synthesize, and ap-
praise the relevant studies on carers’ needs.

Method

A systematic approach was adopted to conduct the litera-
ture review. Such an approach offers a more rigorous syn-
thesis method than a traditional review does. Systematic
reviewers undertake activities to locate and synthesize re-
search related to a particular question comprehensively, us-
ing organized, transparent, and replicable procedures at
each step in the process'"'2.

One of the principles employed in this review was limiting
bias from the process of selecting the published research®.
This involved using explicit, rigorous criteria for selecting
the articles. These criteria enabled the researcher to ensure
that only papers that were relevant to the research question
were included in the review. Specific inclusion and exclusion
criteria were determined prior to the commencement of the
review. The inclusion criteria specified that the studies had
to examine carers’ needs or expectations of mental health
services; it had to be stated that the recipient of the care
(service user) was experiencing a serious mental illness
(i.e., long-term illness, such as schizophrenia, schizoaffec-
tive disorders, bipolar disorders, and chronic or persistent
depression)'; the recipients of care (service users) had to
be adults (over 18 years of age); the studies needed to em-
ploy qualitative, quantitative, or mixed methods aimed at
gathering data about carers’ needs; they had to be pub-
lished in English; and the studies needed to have been pub-
lished in the last two decades. The review excluded studies
in which paid carers had been recruited as participants.

The search strategy involved the use of a number of
search terms including carers, mental health, and needs.
Synonyms were identified, such as need OR expectation;
carers OR caregivers OR family. Truncation was also em-
ployed to detect a wide range of term endings, such as
need*, to locate need and needs; and carer* for carer and
carers. The search was conducted through MEDLINE, PSy-
cINFO, EMBASE, and CINAHL.

The search was conducted in April 2012 and was updated
in December 2015. The initial search yielded a total of 8,150
publications, and a title search excluded 7,644 papers. Ab-
stracts of the remaining 506 papers were then retrieved.
A further inspection of the abstracts excluded 381 papers.
Full texts of the remaining 125 articles eliminated another
80 studies. The research team then discussed the 45 remain-
ing papers. In total, 40 published papers were included in
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v

Excluded at title review
(n=7644)

v

Abstract reviewed
(n =506)

v
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(see Table 1 for details) (n=125)
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Studies about carer needs
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reviewed (n = 45)

v

Studies about carer needs

from mental health services
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Figure 1 Process and outcome of the literature search.

this review and were subsequently assessed for quality.
A summary of the process as well as the reasons for exclu-
sion are detailed in Figure 1 and Table 1.

Further, detailed information was extracted on the char-
acteristics of the participants, study settings, recruitment
approaches, and data analysis methods (Appendix 1). The
extraction procedure also involved summarizing all data in
the included studies that were relevant to the review ques-
tion (i.e., major findings relating to what carers need from
services). The procedure continued to identifying whether
the research yielded data on carers’ needs for their own
wellbeing. This identification is important, as existing men-
tal health services often disregard the carers’ interests and

Table 1 Reasons for studies’ exclusion
Reasons Number Number
for exclusion of studies of studies
excluded retained (from
125 studies)
Involving older 2 123
service users
Involving children 7 116
service users
Not using carer 3 113
participants
Using non-mental 5 108
illness cases
Not yielding carers’ 65 43
needs
Report paper 3 40
Total: Total:
80 excluded 40 retained
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involve the carers only in speaking on behalf of their rela-
tives’ wellbeing®. Discussions with the research team were
conducted throughout the data extraction process until con-
sensus was reached regarding the information retrieved.
The summaries resulting from this extraction were helpful
for synthesizing the reviewed studies.

A thematic analysis approach was adopted in the review
to synthesize the data from the included studies'. The syn-
thesis comprised two stages based upon the principles out-
lined by Thomas and Harden'¢, which offer a relatively clear
and replicable process for addressing questions related to
the participants’ perspectives.

The first stage was the development of descriptive
themes, where free line-by-line coding was applied to the
findings of the included studies. The coding was undertaken
on extraction sheets to identify recurring themes surround-
ing carers’ needs from, and expectations of, mental health
services. This procedure resulted in several categories of
carer needs.

The second phase was developing analytical themes,
where the previous descriptive themes were drawn to pro-
vide a new interpretation that went beyond the original
studies. It involved collapsing some themes into another
existing theme.

Results

Of the 40 included papers, the majority concerned Western
countries—the US, the UK, Australia, the Netherlands, Nor-
way, Italy, Canada, Germany, and Sweden. Only 6 articles
concerned non-Western countries—China, Taiwan, Japan,
and South Africa.

Of these studies, 25 had samples of carers only, and
15 used mixed samples including carers and service users
(n = 7); carers, service users, and professionals (n = 7); and
carers and professionals (n = 1). The total sample size of
carer participants in all studies was 3,099. Samples of the
carer participants varied from four carers in 2 studies''®
and 746 carers®.

Twenty-five of the 40 studies were qualitative, 12 were
quantitative, and 3 were mixed studies. Out of the 25 qual-
itative investigations, 16 did not report the specific meth-
odology adopted. The remaining studies employed various
methodologies, including grounded theory (n = 3), content
analysis (n = 2), ethnography (n = 2), case studies (n = 2),
and symbolic interactionism (n = 1). In terms of the methods
for collecting the qualitative data, 15 used individual inter-
views, 9 adopted focus groups, and 1 study examined writ-
ten qualitative data from carer participants.

Of the 12 quantitative studies, all involved the use of
surveys. Most of the 12 surveys used recognized instru-
ments, such as the Educational Needs Questionnaire (ENQ),
the Camberwell Assessment of Need Short Appraisal Sched-
ule (CANSAS), the Family Assessment of Needs for Services
(FANS), the Relatives’ Cardinal Needs Schedule (RCNS),
Needs Assessment of Caregivers/Families questionnaire
from Salford Mental Health Project 1985, the Friedrich-
Lively Instrument to Assess the Impact of Schizophrenia on
Siblings (FLIISS), the Degree of Congruence between Attri-
butes of Home Care Services Desired and Received Question-
naire (DCAHCSDRQ), and a standardized Carer assessment

by Gloucestershire Partnership NHS Trust (2003). Some
modified/self-developed instruments were also used: Chi-
nese Modified Educational Needs Questionnaire (CENQ), Ital-
ian version of Camberwell Assessment of Need (ICAN), and
the Carers’ Needs Assessment for Schizophrenia (CAN-S). All
of the three mixed studies also employed surveys for their
quantitative investigations. For example, Jubb and Shan-
ley?® and Lloyd and Carson?' posted written open-ended
questions in a survey to obtain data for their mixed methods
studies.

Relationships of the carer participants and their family
members with a serious mental health problem were identi-
fied in 25 studies. Most of the carer participants were sib-
lings (n = 1,061), followed by parents (n = 1,051), spouses/
partners (n = 171), adult children (n = 79), and others
(n = 47). Six studies used specific participants to investigate
the needs of a specific group of carers, such as female car-
ers, siblings, spouses, or parents.

The first stage of the synthesis (i.e., the development of
descriptive themes) resulted in some categories of carer
needs including informational, emotional, practical, and
professional support. The need for information was domi-
nant, and it was found in 32 of the 40 studies. This need
focused on carers needing knowledge about mental health
problems (e.g., signs, symptoms, and treatments), the prog-
ress of their relative with mental health problems, and the
mental health services available. In addition, carers in 3
studies?*?4 suggested that information should be individual-
ized and tailored to the specific circumstances of each fam-
ily and offered at an appropriate pace, particularly in the
early stages of the mental health problem. Twenty-one stud-
ies revealed data outlining the need for emotional and prac-
tical support. Six studies uncovered the need for
professional support and emphasized that carers wanted to
be respected and listened to, and for health workers to
demonstrate empathy. Finally, the need for carer involve-
ment emerged in 9 of the 40 studies, specified as carers’
desire to be treated like part of the care team and, accord-
ingly, be acknowledged as experts and consulted regarding
decisions made for service users.

The similarities and differences between the categories
were then identified and grouped into a hierarchical struc-
ture. Seven major themes including their sub-themes were
revealed to describe what carers needed from healthcare
services, as depicted in Table 2. Other similarities and dif-
ferences were identified regarding the needs of carers
across some cultures, described as Western (represented by
carers living in North America, Europe, and Australia) and
non-Western (represented by carers living in Asia and Afri-
ca). Several needs including needs for information, emo-
tional support, supportive attitudes from professionals, and
practical support were voiced in the studies in both Western
and non-Western contexts. Nonetheless, while the carers’
needs for adequate wellbeing and involvement in the ser-
vices were expressed profoundly in the US, Canada, and
Europe, these needs did not emerge from the investigations
with Asian and African subjects.

The second stage of the synthesis (i.e., the development
of analytical themes) involved an advanced interpretation
of the original studies. It included collapsing some themes
into another existing theme, as presented in the previous
Table 2. To illustrate, the needs for information and emo-
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Table 2 Themes from the descriptive stage of synthesizing the reviewed studies

No. Main themes

Sub-themes

1 Information

» Method for giving information

» Content of the needed information

2 Emotional support

« Emotional support for other family members and friends

 Consultation with, or therapy from, professionals to express concerns
associated with caregiving

« Involvement in support groups
« Spiritual support

3 Adequate wellbeing of service users

» Mental, physical, and social wellbeing

» Improving services for service users

4 Supportive attitudes of professionals

« Being respectful of carers

« Listening to carers
» Having empathy for carers

5 Carer involvement

« Carers as part of the care team

« Carers being consulted regarding decisions for service users
« Being acknowledged as experts

6 Adequate wellbeing of carers
7 Practical help in performing caring role

« Emotional, physical, and social wellbeing
« Respite care

» Practical help for daily life
» Practical help during a crisis
» Easy access to services

» Housing assistance

» Financial assistance

« Legal assistance

tional support were grouped under the theme of carers’
need for adequate wellbeing; ultimately, this theme was
labelled as carers’ need for holistic wellbeing. In addition,
this phase involved a re-examination of the data to ensure
that the themes were represented. For example, the data
related to improving services were re-examined and grouped
together with the data of the need for practical support
under a new theme: the need for the service users’ holistic
wellbeing. The result at this stage was the identification of
four major carer needs: (1) holistic wellbeing of service us-
ers, (2) holistic wellbeing of carers, (3) supportive attitudes
of professionals, and (4) carer involvement. Further analysis
resulted in the grouping of needs (1) holistic wellbeing of
service users and (2) holistic wellbeing of carers, which
were respectively closely associated with the wellbeing of

service users and carers, and needs (3) supportive attitudes
of professionals and (4) carer involvement, which have in-
direct connections to the wellbeing of carers or service us-
ers, as shown in Figure 2.

Finally, the synthesis could describe the relationship be-
tween the emerging themes. A deeper analysis of the data
related to the needs for supportive attitudes of profession-
als (3) and carer involvement (4) suggested that these needs
were voiced because the carers wanted their ill relatives to
receive the best services. Likewise, many carers reported
that they required information because they wanted to be
more knowledgeable and skilled in caring for the service
users. Therefore, it can be assumed that all four carer needs
uncovered in this review were actually dedicated to the
carers’ ill relatives, as illustrated in Figure 3.

1. Holistic 2. Holistic
wellbeing wellbeing
of service users of carers
Service Need
improvement for information
Practical help Need
for caring role for emotional
support

3. Supportive 4. Carer
attitudes involvement
of professionals
Carers
Respectful as member
of carers of the team care
Listening Carers being
to carers acknowledged
as experts

Empathy

Figure 2 Four needs of carers resulting from the synthesis of the reviewed studies.
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Discussion

The 40 studies reviewed suggest that carers have a range of
needs. The findings from the qualitative studies were mean-
ingful for their rich and thick descriptions of the needs,
which augmented the data from the survey studies. Howev-
er, several considerations should be taken into account be-
fore attempting to apply the findings in other contexts.
First, the reviewed studies were mostly carried out in West-
ern countries, such as the UK, the US, Australia, and the
Netherlands, and these countries are culturally different
from the non-Western countries represented (e.g., the
country of origin of the first author was sometimes located
in Asia). Investigations into carer needs in Asian countries
were mostly conducted by administering surveys, which re-
sulted in limitations in terms of their small sample size and
response bias from the respondents. Moreover, Asian carers
were only represented by participants from a Chinese cul-
tural background. Only one Asian-based qualitative study
was included in this review?’, and it explored the experi-
ence of a homogeneous group of carers belonging to com-
munity family associations in Japan. As stated earlier, there
was a significant gap between the needs of carers from
Western and non-Western countries, especially relating to
the views about carer involvement and carers’ wellbeing. In
addition, the reviewed studies were mostly conducted
in circumstances where the value of carers has been legally
recognized, followed by substantial development of servic-
es for those with mental health problems. Consequently,
the reported carer needs might have been different if the
studies had been conducted in Indonesia, for example,
where services for carers are less developed.

Second, the needs of carers revealed in this review were
mainly related to the service users’ needs, such as improv-
ing/maintaining the service users’ health status. This does
not mean that the carers’ own needs were not revealed.
After following the data extraction and synthesis proce-
dures, the researcher was eventually able to identify the
carers’ needs for their own wellbeing. This identification
was quite toiling because the reviewed studies failed to of-
fer straightforward information about the carers’ own
needs. This contradicts the existing perspective that carers
and service users have very different needs®.

Holistic
wellbeing of
service users
(informational

need)

Holistic wellbeing
of carers

Supportive
attitudes of
professionals

Carer
involvement

Figure 3 Relationships between the themes that emerged
from the synthesis of the reviewed studies.

Regarding the data collection method, the studies em-
ployed varied approaches to elicit information about carers’
needs. These included surveys, in-depth individual inter-
views, and focus groups. When conducting surveys, asking
carers to fill out survey might have numerous benefits, in-
cluding minimizing costs, saving time, and involving large
samples. Nevertheless, even with the assistance of reliable
and valid surveys, such as the the Relatives’ Cardinal Needs
Schedule (RCNS)?, the adoption of the instrument must be
treated with caution when it is used in countries where Eng-
lish is not people’s first language. The main issues of the
current tools for investigating carer needs surround transla-
tion and the limited needs covered?. Moreover, as affirmed
by some researchers, the survey method has several flaws
that can also present issues in qualitative works, such as
potential bias from the respondents and the researcher/
interviewers; inability to capture extensive, complex, and
sensitive information; and the issue of social desirabili-
ty?326:2831 Alternatively, most investigators in the reviewed
studies favored qualitative methods, especially in-depth
individual interviews and focus groups. As expected, the
one-on-one dialogues and focus groups were able to elicit
information about carers’ needs that was rich, deep, and
extensive. Such methods allowed carers to express their
needs in detail and sourced from their own experience of
caring for ill family members®. Moreover, regarding focus
groups, some investigators affirmed that this method was
excellent for encouraging the carer participants to reflect
on the stories of others when expressing their needs based
on their contacts with services and experiences in caregiv-
ing333. The focus groups could also promote a safe environ-
ment for the carer and service user participants to discuss
a topic that in other circumstances might be sensitive be-
cause of stigma, marginalization, or a lack of opportunity3:.

This review provides a broad overview of what carers
require from mental health services. The description given
is comprehensive, sourced from qualitative and quantita-
tive investigations undertaken in different regions of the
world. However, there are several limitations to this re-
view. First, publication bias might have been introduced,
since the findings reflect data reported in academic jour-
nals, but do not represent unpublished literature, such as
conference proceedings, theses and dissertations, and
other grey literature. In addition, the review excluded
non-English studies and studies published before 1990,
which means that the review might have excluded some
relevant studies.

To summarize, this paper presented the results of a syn-
thesis of what carers need from mental health services
from the extant literature. Due to the limitations of the
reviewed studies, the application of the evidence to other
contexts, which are culturally different, can be problem-
atic. Likewise, as the studies were mainly conducted in
places where the caring role has been formally supported,
the findings might be dissimilar if the needs of carers were
explored in areas where services targeting them are under-
developed.
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